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FOREWORD 



The Task Force on Developmental Disabilities of the National Conference of State Legislatures 
(NCSL) was established in 1990 by NCSL President Lee A. Daniels, house minority leader in 
Illinois. Representative Daniels charged the task force to recommend state legislation for people 
with developmental disabilities and their families. 

In response, the Task Force on Developmental Disabilities proudly issues this publication, which 
provides background and makes recommendations for state legislatures in the following policy 
areas: er j intervention, family support, transition services, community living, supported 
employment, and funding. 

The task force based its work on a principle of consumer-focused service, which recognizes that 
each individual and family has unique strengths and needs that change over time. The task force 
aims toward the future with a vision of how to improve services for persons with developmental 
disabilities and their families. 

The task force recognizes that existing programs, facilities, and practices represent concerted 
efforts by states to provide the most appropriate services to citizens with developmental 
disabilities. Many task force members were introduced for the first time to the forces of change 
that demand new structural approaches to services for persons with developmental disabilities, 
changes brought about largely by dedicated and vocal persons with disabilities and their advocates. 

This publication represents task force recommendations for state action to change the structure of 
services to persons with developmental disabilities over a period of time. Task force members 
hope this report assists legislators and other policymakers to improve their service systems for 
persons with developmental disabilities who desire to live, learn, work, and piay as inclusive 
members of their communities. 

His document concludes the first -year work of the task force. Other projects included: 
development of a NCSL Memorial, adopted at the NCSL business meeting in August 1990 (page 
39 of this document); and co-sponsorship of the February 28 to March 2, 1991, national 
conference, "Americans with Developmental Disabilities: Policy Directions for ihe States, H in 
Chicago. In the future, the task force may make recommendations for NCSL involvement in 
federal policies that affect states' services to persons with developmental disabilities, address 
health-care service and access issues, address state implementation of the federal Americans with 
Disabilities Act, and address prevention activities to lower the incidence rate of developmental 
disabilities. 

William T. Pound 
Executive Director 
NCSL 

February 1991 
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INTRODUCTION 



A developmental disability is a severe, disabling condition that arises in infancy or childhood; 
persists indefinitely; and causes problems in language, learning, mobility, and capacity for self- 
sufficiency. For example, mental retardation, epilepsy, cerebral palsy, and autism are all 
developmental disabilities. Nearly four million Americans have developmental disabilities, with 
diverse levels and types of impairments and capabilities. 1 Of these four million people, 
approximately one million may require an intensive array of services for most of their lives. 2 

People with developmental disabilities often are or have been associated with life in an institution 
or other setting segregated from the larger society. But perceptions of Americans with 
developmental disabilities are changing rapidly. Today, many people previously thought to require 
institutional care now live with their families or in small, supported community residences; use 
public transportation to work in competitive employment; participate in community recreation 
activities; and lead integrated lives in the community. 

States traditionally have taken the lead in supporting persons with developmental disabilities. In 
the past 15 years, states have steadily increased their support for community-based developmental 
disabilities services. States allocate $7.4 billion of the $11.8 billion contributed annually by state 
and federal governments to fund programs supported by state agencies for developmental 
disabilities. 3 In addition, states appropriate close to $4.8 billion per year to schools for special 
education services for students with mental retardation. 4 



Most of the innovations in approaches that hive occurred over the past two decades have been 
generated at the state and local levels. These innovations include allowing people with disabilities 
to choose where and how they want to live and in what activities they want to participate, 
empowering families and consumers to take an active role in decisions affecting their lives, and 
emphasizing support for people in natural settings, including the following: 

o Children growing up in a home with their family, rather than in an institution; 

o Children going to a neighborhood day care center or home, instead of to a segregated 
program for children with disabilities; 

o Children attending regular preschool and neighborhood school classes, rather than 
being isolated in a "special" class; 

o Children and adults with disabilities participating in community activities with tamily 
and friends instead of being isolated with others who have disabilities; and 

o Persons with disabilities working side by side with persons withoui such disabilities in a 
competitive job, rather than being segregated in sheltered workshops. 

Consumers and advocates are turning to states for continued leadership in meeting the needs and 
desires of their citizens with disabilities. With the new emphasis on consumer and family 
empowerment, state policymakers across the country are being asked to seek input from 
consumers and to redefine policy goals for their citizens with developmental disabilities. 

Opportunities for people with developmental disabilities to exercise competence and iive lives 
similar to their peers without disabilities will continue to expand rapidly as a result of the following 
federal acts: b 
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o Americans with Disabilities Act of 1990 (ADA) (P.L. 101-336). This comprehensive 
civil rights legislation creates sweeping protection of rights in the areas of 
employment, public accommodation, transportation, and telecommunications for 
people with disabilities, including developmental disabilities. All newly purchased 
buses must be equipped with lifts. Private entities, such as movie theaters, day care 
centers, schools, hotels, restaurants, law offices, golf courses, grocery stores, libraries, 
beauty parlors, and numerous other businesses and facilities, will be required to make 
their buildings accessible to people with disabilities. Employers also must make 
"reasonable accommodation" for persons with disabilities, whether it be through 
redesigning jobs, modifying facilities, or supplying readers or interpreters. The ADA 
will open up vast new opportunities for people with disabilities to live, work, play, 
travel, or shop in the community. 

o Developmental Disabilities Assistance and Bill of Rights Act (P.L. 101-496). This law 
aims to enable people with developmental disabilities to achieve their maximum 
potential through three key concepts, which have become goals for many programs 
serving this population nationwide: independence, productivity, and integration into 
the community. The act provides monies to fund a developmental disabilities planning 
council and a protection and advocacy system in each state, and a network of 
university-affiliated programs across the country. The work of the developmental 
disabilities councils is supported by small grants to states, which may be used to fund 
activities to support improvements in the service system. For example, monies may be 
used to demonstrate innovations, such as family support, training for parents, research 
on funding alternatives, and activities to assist policymakers in addressing critical 
issues. Funds also are provided for protection a.<d advocacy systems, which represent 
people with developmental disabilities in areas such as special education, 
guardianship, abuse and neglect, transportation, housing, and employment 
discrimination. The university-affiliated programs provide training to professional and 
paraprofessional staff, with emphasis on community and individual services. 

o Fair Housing Amendments Act of 1988 (FHAA) (P.L. 100-430). The FHAA prohibits 
discrimination in the sale, rental, or financing of housing to persons with disabilities 
and also se»s standards of accessibility for newly construct 2d multi-family housing. In 
addition, the 1988 act addresses discrimination against group homes and other 
community residences by prohibiting the application of special zoning, land-use 
requirements, and other restrictive actions that have the effect of limiting the ability of 
persons with disabilities to live in the community residence of their choice. 

State legislators will be making new choices as a result of these important acts. In this time of 
transition and new opportunities, a number of states are defining principles upon which services to 
people with developmental disabilities should be based. These principles are based on values that 
recognize the primacy of the American family and the importance of creating and supporting 
programs and services t'lat enable people with developmental disabilities to experience presence 
and participation in community life. Most people, including those with developmental disabilities, 
want good relationships with family and friends, respect and dignity, opportunities to develop and 
exercise competence, and opportunities to contribute to community life and make choices about 
their future. 

Policies based on these values result in new residential, educational, and employment alternatives 
for persons with developmental disabilities. This publication contains background information 
about early intervention, family support, transition services, community living, and supported 
employment, and makes recommendations for state legislative actions concerning each area. 
Changes in the way states structure services that support individuals with developmental 
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disabilities require changes in funding structures. Therefore, a section on funding also is included 
in this publication, with recommendations for state actions. 

In considering each topic area, legislators and other policymakers need to realize the critical 
importance of building an "infrastructure" capable of supporting the deJvery of direct services, 
including the maintenance of a system to ensure the quality and accessibility of such services. In 
the absence of an administrative infrastructure capable of supporting sound systemwiJe planning, 
development, and management, individual service initiatives are likely to be carried out in a well- 
meaning, but haphazard and uncoordinated manner. Effective management of large, complex 
service systems requires access to timely data on numerous dimensions of systemwide 
performance, strategic planning, and development capabilities. A clearly articulated approach to 
ensuring that all participants receive high quality services and support systems also is needed. 
Policymakers need to be aware that investment in indirect supports is essential to maintaining a 
smoothly functioning service delivery system. 

Among the actions legislators and program administrators can take to help ensure quality in their 
programs are the following: develop program and services standards; require licensure for service 
providers and facilities; encourage staff training; provide for case management and service 
coordination; establish a mechanism to monitor services, service outcomes, and consumer 
satisfaction; implement both a management information system and an information and referral 
system; and obtain technical assistance from others who have experience with related programs 
and services. 
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EARLY INTERVENTION 



When Elizabeth was 10 months old, she could not crawl, sit up, hear, or "babble. " Her 
parents felt extremely fortunate to find an early intervention program near their home. 
Every week, Elizabeth and her parents went to the program so she could receive speech 
therapy, physical therapy, and occupational therapy. In occupational therapy, the child 
was proud to learn how to use her fingers so she could pick up a Cheerio and put it into 
her mouth. In physical therapy, she learned how to sit up, then to crawl, and to walk 
when she was two, with the aid of orthotics that kept her from falling so much. 
Elizabeth 's parents also received training so that they could work with her between 
weekly therapy sessions. In addition, she learned sign language to communicate with 
others. Now at age four, Elizabeth can run and jump, and she is learning to speak now 
that medication restored her hearing. Elizabeth 's parents report that early intervention 
services have made a remarkable difference in their lives and in hers. She is looking 
forward to joining her friends in school 



Introduction 



Early intervention services are designed to prevent, remediate, or reduce the negative effects of 
delays and disabilities in early development. Assistance to the family and the child with delays may 
include developmental, educational, therapeutic, technological, and social services. Early 
identification and treatment of a child's developmental delays promote the optimal development 
of the child and prevent the emergence of more severe and costly problems later on. Early 
intervention services typically cover the period between birth and age three. 

Children with developmental delays are those who, at birth or shortly thereafter, are diagnosed as 
having a genetic malformation, birth injury, or serious chronic illness that results in delayed or 
dysfunctional physical or mental development in major skill areas. Developmental delays result 
from mental retardation, cerebral palsy, muscular dystrophy, cystic fibrosis, congenital heart 
disorders or serious heart disease, neural tube defects such as spina bifida, and fetal alcohol 
syndrome and drug addiction. Infants and toddlers who experience sensory impairment, emotional 
disorders, or neurologically based learning deficiencies also may have delayed development. 
Experts estimate that between 3 and 8 percent of all children at birth to age three have 
developmental delays, established conditions such as Down's syndrome or cerebral palsy, or 
multiple risk factors. 5 

Early intervention services include family training, counseling, and home visits; respite care; 
speech pathology and audiology; oc- -pational therapy; physical therapy; assistive technology; 
psychological, nutrition, and case v\ .nagement services; transportation; medical services for 
diagnostic or evaluation purposes; nursing services; early identification, screening, and assessment 
services; and health services necessary to enable the infant or toddler to benefit from the other 
early intervention services. Depending on the child and family, the type, intensity, and duration of 
services vary considerably. For example, one family may need one or two services a few hours per 
week, while others may need full-day or full-week programs that provide numerous services. 
Services are provided by a variety of professionals, including physicians, public health nurses, 
nutrition specialists, physical and occupational therapists, speech and language therapists, social 
workers, and psychologists. 
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Early intervention services should serve children in natural settings where infants and toddlers 
typically are found, such as the family's home, day-care centers, playgrounds, religious institutions, 
and other community settings. The trend is for th:. services to come to the child, rather than 
requiring the family to take the child to the services. Services should be flexible in meeting the 
needs of families with different lifestyles, cultures, schedules, and priorities. 

The best early intervention programs recognize the family as the major caregiver for the child and 
incorporate the parents as active partners in planning for the child's needs. The family has the 
knowledge and information needed by professionals to determine how best to meet its child's 
needs. Parents should be able to choose from an array of services those that best meet the needs 
of the child with the least amount of inconvenience for the family. 



Why Legislators Should Be Concerned 



Research verifies the value of public investment in improving the lives of our youngest children. 
Money spent on early intervention services can significantly reduce the cost of special education 
services later in the child's life, lower the demand for institutional admissions and other costly 
human service interventions, and result in higher projected lifetime earnings. Higher wages result 
in higher income taxes and reduced income maintenance payments. 

States also should recognize that the best way to reduce the number of children with 
developmental delays is to ensure the birth of healthy babies. More than $2.5 billion is spent 
annually on intensive care for newborns, primarily for low birthweight babies. About 11,000 of 
these babies have long-term disabilities that result from being too small. 6 Legislators should 
support prenatal care programs as well as early intervention programs. 

State legislatures have a critical role to play in implementing the provisions of the federal Program 
for Infants, Toddlers, and Families (described next under Federal Activities), either through the 
passage of legislation, or by providing policy direction and oversight. The core assumptions behind 
the federal law -- that families are active partners and know what is best for their children -- 
require fundamental changes in the way early intervention services are financed, administered, and 
provided. ■ . 

For state legislatures that choose to build upon their existing efforts in early intervention rather 
than participate in the federal program, it is important to recognize the public policy benefits of an 
early intervention program that is family- and community-centered. 



Federal Activities 



Individuals w.th Disabilities Education Act (IDEA) ,P.L. 101-476). In 1990, Congress 
reauthorized the Education of the Handicapped Act (EHA), which is the landmark federal 
legislation concerning education for students with disabilities. During its reauthorization, EHA 
was renamed the "Individuals with Disabilities Education Act." The law contains Parts A through 
H. Part B is permanently authorized and provides funds to local education agencies to help pay 
the excess costs of educating students with disabilities. All other parts of IDEA are discretionary 
and must be reauthorized periodically. Provisions concerning early intervention include the 
following: 
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o Program for Infants, Toddlers, and Families (Part H of IDEA, originally enacted as Title I 
of PL. 99-457). In recognition of the value of early intervention, Congress amended 
IDEA in 1986 to create the new Part H program for services to infants, toddlers, and 
families, commonly referred to as "Part H H or P.L. 99-457. This discretionary program 
provides financial assistance to help states develop and implement a statewide, 
comprehensive, coordinated, multidisciplinary interagency program of early 
intervention services for infants and toddlers with developmental disabilities or with 
conditions that place them at risk of delays. 

To receive funds under Part H, participating states must designate a lead agency to develop 
interagency agreements, resolve disputes, and administer funding. Congress appropriated 
$79.5 million in FY 1990 and $117.6 million in FY 1991 to help state agencies coordinate 
and deliver improved early intervention services. The federal money is not meant to fund 
direct services, although some of it may be used to create services that did not exist before. 
The program's five-year phase-in period, now in its fourth year, gives states flexibility in 
structuring and implementing their own plans. 

o Federal Pre-School Program (Part B of IDEA, originally enacted as Title II of P. L. 99- 
457). Tart B" of IDEA is also known as the Education for All Handicapped Children 
Act of 1975 (P.L. 94-142). As amended, Part B now requires states to ensure that all 
eligible children with disabilities, beginning at age three, receive a free and 
appropriate public education by the 1991-92 school year. States must meet this 
requirement to receive any federal funds for children counted in preschool under 
federal special education grant-in-aid formulas. 

Medicaid. This federally matched, state-run program provides medical care for low-income 
persons who receive public assistance, including Supplemental Security Income (SSI), and Aid to 
Families with Dependent Children. Important federal changes to Medicaid that affect early 
intervention services include new requirements for screening and treating eligible children and 
new requirements for expanding Medicaid eligibility. 

o Early and Periodic Screening, Diagnosis and Treatment (EPSDT) . EPSDT is a Medicaid 
service that must be provided by state Medicaid programs and that covers eligible 
children from birth to age 21. As of April 1, 1990, states are required to provide 
periodic screening and assessment for eligible children and youth. If needed, states 
must provide treatment to correct or ameliorate any physical or mental problems 
identified during the EPSDT screening and assessment process. "Medically necessary" 
treatment must be provided as a Medicaid-reimbursable service even if the service is 
not normally covered under the state's Medicaid plan. For example, if an eligible child 
is determined to need speech therapy and a hearing aid, both of which are optional 
services under federal Medicaid regulations, a state must provide these services even if 
they are not in its Medicaid plan. 

o Medicaid expansion initiatives. States now must extend Medicaid eligibility to children 
between birth and age six and pregnant women in families with incomes up to 133 
percent of the federal poverty level (FPL). States have the option of covering these 
populations with family incomes up to 185 percent of the FPL. States also may cover 
children between ages six and 19 with family incomes up to the FPL. Effective July 1, 
1991, states must begin phasing in Medicaid coverage for children born after 
September 30, 1983, who live in families with incomes at or below the federal poverty 
level. By the year 2002, all such youth under age 19 will be entitled to Medicaid. 

Maternal and Child Health block grant. This block grant enables states to develop or enhance 
systems to ensure that children with special medical needs have access to primary health care 
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services. Every four federal dollars must be matched by three state dollars. States have the 
discretion to target some of these funds for primary prevention and prenatal care, as well as for 
early intervention services. 

Crisis nurseries and respite care. An extension of the Temporary Child Care for Handicapped 
Children and Crisis Nursery Act of 1986 (P.L. 101-127), this program makes federal grants to 
states to fund agencies and organizations that provide respite care services for children with 
disabilities and nurseries for children in crisis because of abuse or neglect. Congress appropriated 
$5 million for this program in FY 1989 and has allocated $11.3 million for FY 1991. The program 
has the potential to become a more significant source of support for children with disabilities and 
their families in the future. 

Technical assistance and training. With passage of P.L. 99-457, the federal government made an 
effort to advu e states on policy planning and intervention models nationwide. This technical 
assistance and training is available through the following: 

o National Early Childhood Technical Assistance System (NEC*TAS). NECTAS, which 
is coordinated through the Frank Porter Graham Child Development Center at the 
University of North Carolina at Chapel Hill, is funded by the federal Office of Special 
Education Programs to analyze the implementation of Part H. More information 
about NEC*TAS is contained in Appendix C. 

o Regional Resource Centers (RRCs). RRCs in each federal region have added early 
intervention specialists to help states develop and implement early intervention and 
preschool policy. 

Other federal programs. Funding for early intervention services may also be obtained through the 
following federal programs: Alcohol, Drug Abuse, and Mental Health block grant; Indian Health 
Service; Migrant Health Service; Preventative Health and Health Services block grant; Health 
Care for the Homeless (authorized by the Stewart B. McKinney Homeless Assistance Act); 
Community Health Cent jrs; Social Services block grant; Services for Deaf-Blind Children and 
Youth; Head Start; Technology-Related Assistance for Individuals with Disabilities Act; and 
Assistance for Education of All Handicapped Children. 



State Activities 



All 50 states, the District of Columbia, Indian Tribes, the Commonwealth of Puerto Rico, and the 
other commonwealths and territories are receiving some federal funds to plan for implementation 
of Part H services under the federal Program for Infants, Toddlers, and Families. States such as 
Washington have hired additional staff with the requirements under the law. Others, like Oregon, 
have relied on grass-roots participation in developing policy. 7 

Most states are continuing to move toward full implementation of services under Part H. Between 
15 and 20 states are wrestling with whether to continue with their plans, once the full-service 
requirements become effective in the fifth year, or whether to rely on their own programs. Before 
deciding, states should examine the fiscal consequences of full implementation of a comprehensive 
early intervention system accessible to all infants and toddlers with developmental disabilities or 
delays. The decision should be based on the state's goals for what it wants to accomplish through 
early intervention services. 
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Before the federal Program for Infants, Toddlers, and Families was passed, Iowa, Maryland, 
Minnesota, Nebraska, New Jersey, and South Dakota already had created an entitlement to early 
intervention services for eligible children, from birth. Since enactment of P.L. 99-457, at least 
three states - Hawaii, Louisiana, and Pennsylvania have passed legislation creating an 
entitlement for Part H services. 8 

Early intervention programs in Texas, Maine, Colorado, and California reflect the values of 
coordinated, family-centered, flexible services envisioned by Part H of IDEA, the Program for 
Infants, Toddlers, and Families. 

Texas. Texas was among the first states to pass legislation to develop services for infants and 
toddlers with developmental delays. The state's 1981 early childhood initiative and the Texas 
Early Childhood Intervention Program (ECI) served as models for the authors of the federal 
legislation, P.L. 99-457. 

The Texas ECI Program is coordinated by the Interagency Council, comprised of representatives 
from the Departments of Health, Human Services, Mental Health and Mental Retardation, and 
Education. In FY 1990, the council will distribute approximately $14.2 million in state funds and 
$5 million in federal funds to local community service programs through a competitive proposal 
process. 

Children from birth through age three and their families receive services delivered by 75 local 
programs. Services include assessment; physical, occupational, and speech therapy; activities to 
develop cognitive, social/emotional, and self-help skills; adaptive equipment; and transportation. 
Families are served through case management, training counseling, and parent support groups. 
State office staff monitor the local programs and provide training to local staff to ensure that 
quality services are provided. In FY 1989, more than 15,000 Texas children received early 
intervention services. In 1989, 788 children who graduated from early intervention services did not 
need further services. If these children had required continuing comprehensive services at age 
three, the annual cost of services would have been $6,000 per pupil, or $4.7 million, according to 
the Texas Education Agency. 9 

(Contact: Mary Elder, administrator, Early Childhood Intervention, Texas Department of Health, 
1 100 West 49th Street, Austin, Texas 78756; (512) 458-7673; statutory citation: Tex. Hum. Res. 
Code Ann. Chap. 73.) 

Maine. Maine, a national leader in coordinating services for children, sponsored early 
intervention services before P.L. 99-457 was passed. Unlike many states, which separate services 
for infants and toddlers from those for preschool children, Maine's Child Development Services 
System serves children from birth through age five. The program coordinates services both at the 
state and local levels, under the Interdepartmental Coordinating Committee for Pre-school 
Handicapped Children (ICCPHC). The ICCPHC consists of representatives from the 
Departments of Mental Health and Mental Retardation, Education, and Human Services; private 
preschool agencies and organizations; and parents. This committee works with 16 Local 
Coordinating Committees to make interdepartmental services accessible to families throughout 
the state. Early intervention services consist of 16 components, including screening; evaluations 
done in the child's home if possible; individualized family service plans; case management; and 
early childhood teams comprised of parents, the case manager, and an evaluation professional. 
These teams oversee implementation of an individualized family service plan for each particfoatimi 
family. 10 fib 

(Contact: Susan Mackey-Andrews, director, 87 Winthrop Street, SHS 146, Augusta, Maine 04333; 
(207) 289-3272; statutory citation: Me. Rev. Stat. Ann. tit. 20, 7702 et seq.) 
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Colorado. The Colorado Department of Education's Special Education Services Unit is the state's 
lead agency for Part H of P.L. 99-457. Rather than use Part H funds to expand services to infants 
and toddlers, Colorado has used the funds to help change people's perceptions about service 
delivery. Colorado's twofold approach is to empower families to make decisions for their children 
and to offer services that meet the needs of the children and families. If the family functions 
better, the child will function better. The program encourages service providers to offer more 
services in homes during evenings and weekends so working parents can be involved. In 1990, the 
General Assembly mandated the provision of preschool special education services for children age 
three and older, in keeping with the requirements of Title II of P.L. 99-457." 

(Contact: Elizabeth Soper, senior consultant, Department of Education, Special Education 
Services, 201 East Colfax, Denver, Colorado 80203; (303) 866-6710; statutory citation: Colo. Rev. 
Stat. 22-20-103.) 

California. California has long provided services to infants and toddlers with disabilities and those 
at risk of developmental delays. Participation in planning for Pa»t H of P.L. 99-457 has challenged 
the state to develop a more comprehensive, interagency approach to providing early intervention 
services. The Department of Developmental Services, the designated lead agency for planning 
activities, is receiving assistance from the Departments of Alcohol and Drug Programs, Education, 
Health Services, Mental Health, and Social Services. At the local level, 26 planning areas have 
been established around the state to help plan and coordinate activities. California has received 
$22.2 million for its first three years of participation in Part H. Six special research studies have 
been conducted to identify the programmatic and fiscal impacts of fully implementing Part H 
services under the federal program. 12 

(Contact: Julie Ann Jackson, assistant deputy director, Children & Family Services, Department 
of Developmental Services, 1600 9th Street, Room 310, Sacramento, California 95814; (916) 324- 
2090; statutory citation: Cai. Educ. Code, sec. 56425 et seq.) 



Recommendations for State Action 

The NCSL Task Force on Developmental Disabilities recommends that state legislatures do the 
following in the area of early intervention: 

a) Identify the goals that the state wants to achieve through early intervention services. 

b) Develop a system that empowers families rather than service providers. 

c) Establish a statewide collaborative system of early intervention services that works to 
eliminate duplication and fragmentation and increases cooperation among the 
programs and agencies at the federal, state, and community levels. These services 
should do the following: 

* Ensure aggressive outreach and case finding to enable families to have 
information about and easy access to early intervention services. 

* Recognize the family as the child's primary caregiver and enhance a family's 
capacity to meet the special needs of its child. 

* Be family- and community-centered. 
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* View infants and toddlers with special needs as whole people whose needs must 
be met by service strategies that cut across traditional discipline, program, and 
funding categories. 

* Be integrated into the general network of community support, rather than 
segregated and isolated. 

* Offer flexible hours and options to accommodate families from different ethnic 
and economic groups and who have different values and priorities. 

* Identify a child's problem early on -- the earlier the intervention, the greater its 
effects will be. 

* Be provided in settings where children normally go, such as day-care centers, 
preschools, religious institutions, family medical clinics, and play groups. 

Designate a lead agency for early intervention (or work with the existing lead agency) 
to ensure that interagency cooperation and collaboration become a reality. 

Identify both public and private sources of funding, including private health insurance, 
to pay for early intervention services. 

Encourage education for service providers about appropriate screening and referral 
methods and available resources, such as pediatricians, nurses, hospital and clinic 
social workers, and day-care providers. 

Include families in policy development at both the state and local levels and involve 
them from the initial planning stages through the development and implementation of 
programs. 

Make special provisions to require accountability for children with special needs who 
are in public custody, without families to advocate for them. 

Institute ongoing efforts to monitor the quality and effectiveness of the state's early 
intervention services. 
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FAMILY SUPPORT 



Wfien it was time to release Brittany from the hospital, her parents were urged to put 
her in an institution. Brittany was blind, immobile, and had a feeding tube. Her 
parents knew she had minimum brain activity, but they wanted to give her every 
opportunity. A lot of people told them they were fools for not putting her into an 
institution. "It's crazy the state would pay $4,000 a month to keep her in an institution, 
but wouldn 't even provide us with medical insurance and the support services we need 
at much less cost, " report her parents. "But we liad to do what we had to do for our 
daughter. " 



Introduction 



The birth of a child with a severe disability or chronic illness creates a crisis for the family and all 
involved. The level of difficulty experienced by the family depends on the degree of the family 
member's disability, the presence of challenging needs and behaviors, family characteristics, 
specific parenting patterns, the family's capacity for coping, and, most of all, the availability of 
community support services. Despite the challenges, most families reject out-of-home alternatives 
in favor of continued care at home, especially during the child's early years. These families need 
services and support systems that are comprehensive, flexible, well-coordinated, family-centered, 
community-based, and integrated within existing community networks. Services should also 
enhance a family's understanding of, and response to, its child's disability and available resources. 

Increasingly, states are moving away from a traditional, provider-driven service system that often 
separates children from their families, to a system that empowers families to participate in the 
process and to choose services that best meet their needs, based on their own circumstances and 
the particular disabilities of their family member. State legislatures that are formulating policy for 
family support programs should take into account the following key points: 

o Assistance with at-home care enhances a family's capacity to provide care and 
improves the quality of life for the entire family, including the member with a 
disability. 

o Responsive family support programs provide a wide array of support services for 
families, whether they are biological, foster, or adoptive. Families' needs vary, and 
each family should be encouraged to select those services that are most appropriate to 
build upon its strengths and to meet its needs. 

o Support services should be available to families from the onset of the disability and 
should be designed to reach out to families. 

o Access to family support services should be timely and convenient for families. 

o As the person with a disability reaches adulthood, the focus of support programs 
should shift to choices for the individual, whether he or she lives with the family or in 
another community setting. 
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o The public sector cannot be counted on to meet all family needs. Support services 
should build on the framework found in the family, the neighborhood, and the 
community. Employers and private health insurance carriers also should be called on 
to provide support. 

o Families should be allowed to control resources, making the system less "provider- 
driven" and more "consumer-driven." 

o Children with disabilities benefit most from training in natural settings where they can 
learn independent living and work skills hat will enable them to live in the community 
once they become adults or choose to live away from the family home. 

o Strengthening the family structure may be less costly to the state than funding 
expensive alternative residential options for children. 



Why Legislators Should Be Concerned 



Families that have a member with a developmental disability cope with extraordinary 
circumstances and needs, emotional stress, time demands, and financial costs. State lawmakers 
need to be aware of ways that state policies can help preserve these families, rather than 
inadvertently encourage them to break apart. Without the necessary support systems, families 
may face the difficult choice of placing a member in an institution or other out-of-home setting, 
usualjy at great emotional cost to the family and great economic cost to the state. In some cases, 
families have impoverished themselves to qualify for Medicaid services or have given up 
guardianship in order to receive services. 

In addition to their concern for family preservation, state legislators are very conscious of the costs 
of providing services. Home care is less expensive than institutional care for persons with 
developmental disabilities. The 1988 average per diem rate at an institution for people with 
developmental disabilities was $153.54, or $56,042 per year. Although state Medicaid matching 
rates vary, the average rate was 45 percent, or $25,219 in state funds, to support one person in an 
institution during 1988. 13 In contrast, the average annual family subsidy payment in the United 
States was $2,567 in 1988. 14 Cash assistance to families must be supplemented with family support 
services, case management, and other programs to provide a reliable alternative to 
institutionalization. Nevertheless, on an individual basis, the total cost to the state for home care 
is less than the cost of institutional care. 

A study by the Center on Human Policy at Syracuse University evaluated the costs of serving 
children with severe disabilities who have institutional histories and are currently living with 
families. The study found that, on average, the cost of care for children in these families was one- 
fourth to one-fifth that of institutional care." Family support programs help keep families 
together and offer an effective use of public dollars. 

Legislators need to be aware of their own state policies that encourage costly institutional care and 
what options exist to prevent out-of-home placements. Unfortunately, the current reimbursement 
criteria for Medicaid services actually encourage institutional or other out-of-home placement for 
children with disabilities who need support services. Many families who need help with support 
services or equipment are ineligible for Medicaid because their income level is too high, even 
though they may not be able to afford to purchase the needed services and equipment on their 
own. If the child is placed outside the home, the family's income is no longer taken into account 
and the child becomes eligible to receive Medicaid-reimbursed services. This policy creates severe 
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hardship for many families who want their children with serious health problems to live at home. 
Fortunately, some of the federal options described next may be useful to states that want to assist 
such families. 



Federal Activities 



A variety of federal programs provide support and services useful to families who undertake home 
care for a member with disabilities. These include the following: 

Supplemental Security Income. SSI is an income maintenance program that provides a base level 
of income support for persons who are blind, disabled, or elderly. For children under 18 years old 
who are living at home, parental income and other resources are taken into account, and only 
children of very low-income families qualify. 

Medicaid* As described on page 3, Medicaid is a medical assistance program for low-income 
people who meet certain criteria. States adopt their own Medicaid plans, which describe the 
service options that will be covered. States are required to include nine mandated services and 
have the option of covering any or all of an additional 34 services, such as physical therapy, speech 
therapy, and private-duty nursing. Federal regulations require that Medicaid services designated 
in a state's plan be available statewide and to all Medicaid-eligible residents, unless exceptions are 
made either through federal actions or through a waiver approved by the federal government after 
application by a state. States may apply for the following Medicaid waivers that allow some 
flexibility to cover home care services for persons with developmental disabilities: 

o Home- and Community- Based Services (HCBS) waiver. Also known as the "2176 

waiver," the HCBS waiver allows states to cover certain home- and community-based 
support services to Medicaid-eligible persons who otherwise would be served in an 
institutional setting at an equal or higher cost. As of 1990, 41 states offered services to 
over 50,000 persons with developmental disabilities through this option. 16 Although 
the majority of these persons are adults, Medicaid-eligible children with disabilities 
also benefit from this option. 

o Model Waiver Option. This waiver allows a state to cover optional services that are not 
otherwise in its Medicaid plan for a small targeted group of persons, such as children 
who are ventilator dependent. The model waiver, sometimes called the 50/200 waiver, 
allows Medicaid reimbursement for home care services to a defined population of up 
to 200 persons per waiver who otherwise would need more costly institutional care. 

Tax Equity and Fiscal Responsibility Act of 1982 (TEFRA). As mentioned previously, for children 
with developmental disabilities under 18 years old, parental income usually is taken into 
consideration in determining a child's eligibility for Medicaid benefits, unless the rbHd is removed 
from the family setting. States may opt to offer Medicaid services to children with severe 
disabilities who are living at home without considering family income by modifying the state's 
Medicaid plan in accordance with Section 134 of the Tax Equity and Fiscal Responsibility Act of 
1982. Although 17 states have elected this option, many apply it to a very narrow range of 
potential beneficiaries. 17 

The Individuals with Disabilities Education Act (FX. 101-476). As described on page 3, IDEA 
was formerly called the Education of the Handicapped Act. This landmark legislation is intended 
to guarantee all children with disabilities, no matter how severe, a free and appropriate public 
education. Part H, the Program for Infants, Toddlers, and Families (also known as P.L. 99-457) is 
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the first piece of legislation to recognize families as the primary caregivers for children with 
disabilities. As described under "Early Intervention," this breakthrough in federal disability policy 
provides funds to states to create statewide programs of early intervention services by October 1, 



The Temporary Respite and Crisis Nurseries Act (P.L. 101-127). This act makes federal grants to 
states, on a competitive basis, to fund agencies and organizations that provide respite care for 
children with disabilities and nurseries for children in crisis because of abuse or neglect. 

Other Tederal programs. Other sources for family support include the following: the Maternal 
and Child Health block grant (Title V of the Social Security Act), as discussed on page 3; and the 
Developmental Disabilities Assistance and Bill of Rights Act, as noted on page x. 



State Activities 



Over the past decade, a majority of states have initiated programs to support families providing 
home care for a child with a disability. The definition of family support services varies widely 
among states. Services most commonly offered are case management, respite care, parent 
education, home adaptations, special equipment, and transportation. Cther services may include 
information and referral, parent and family counseling, peer support groups, homemaker services, 
attendant care, chore services, in-home nursing services, future planning, and cash assistance. 

State family support programs usually provide either services to families through a contract with a 
third-party agency or cash assistance or vouchers to families who then purchase services from 
agencies of their choice, often with specified restrictions. 

At present, approximately 46 states provide at least some services or other resources to families 
who care at home for a family member with a disability. More than 30 different services have been 
identified that offer assistance to families. The most common are respite care, adaptive 
equipment, and family counseling. Other common services include medical, health, and nutrition 
services; special clothing; recreation; speech, occupational, and physical therapy; home 
modifications or repairs; flexible payment for disability-related expenses; and case management. 
Ten states have a cash subsidy program for families and 17 offer families a combination of 
financial assistance and support services. 18 However, most existing state programs are rather 
narrow in scope and are vulnerable to shifting political and budget priorities. Most programs offer 
limited services to few families, place restrictions on the types of services offered, fail to utilize 
existing community networks, and are sow to empower family members. Programs in Michigan, 
Wisconsin, New Hampshire, and Illinois are broader in scope. Nebraska's program, which is more 
limited, is intended to fill in gaps in existing services. 

Michigan. This state pays direct cash subsidies of approximately $243 per month to families with 
children who have a severe disability. The subsidy helps defray care-related costs, such as 
specialized equipment, respite care, and home renovation. To qualify for the subsidy, a family 
must earn less than $60,000 annually and have a child with severe disabilities under age 18. After 
that age, the person with disabilities becomes eligible for federal Supplemental Security Income. 
The average cost of the subsidy program is less than $8 per child per day, far less than what might 
be incurred by a child in a state institution or community residence. 



- 11 - 



Pub. 910 3002 



Michigan also has a "permanency planning" program to prevent new institutional placements of 
children with special needs and a goal of returning all children from state institutions to the 
community. Institutional placements declined 78 percent between 1977 and 1988. In 1989, fewer 
than 50 children remained in state centers. The family subsidy and permanency planning 
programs contributed significantly to this decline. Additional factors included a specialized foster 
training home program, a stronger network of case management, and family support serv'-jes 
provided through local community mental health boards. 19 

(Contact: Susan Arneaud, director, Family Support Services and Subsidy, Department of Mental 
Health, Lewis Cass Building, Lansing, Michigan 48913; (517) 335-4070; statutory citation: Mich. 
Comp. Laws 330.1155.) 

Wisconsin. This state's Family Support Program helps parents locate the public and private 
resources they need and provides funds to buy those things that the family needs but cannot obtain 
through other sources. The state has found that direct assistance to families is more cost-effective 
than out-of-home placement and more beneficial to the child and family. Wisconsin has made 
extensive use of Section 134 of the federal Tax Equity and Fiscal Responsibility Act, which allows 
the state to waive consideration of family income in determining Medicaid eligibility of a child with 
severe disabilities. The state publicizes the availability of this option and conducts extensive 
outreach to families who may be eligible. 20 

(Contact: Beverly Doherty, program manager, Department of Health and Social Services, 
Division of Community Services. P.O. Box 7851, Madison, Wisconsin 53707; (608) 266-7469; 
statutory citation: Wis. Stat. 46.985.) 

New Hampshire. The New Hampshire General Court (the legislature) appropriated close to $3 
million for FY 1990-91 to establish a support network for families caring at home for children or 
adult family members with disabilities. The innovative aspect of this network is the extraordinary 
amount of power parents have been given to determine what services will be delivered, and how. 
The parents, who know best what services are needed, are responsible for selecting providers and 
submitting plans to family support councils. These regional councils, comprised of persons having 
family members with disabilities, make decisions about the allocation of support services among 
providers. 21 

(Contact: Ceil Conner, state family support coordinator, State Office B Park South, 105 Pleasant 
Street, Concord, New Hampshire 03301; (603) 271-5057; statutory citation: N.H. Rev. Stat. Ann. 
126-G.) 

Illinois. Under one of the nation's newest family support laws, Illinois is implementing two 
programs, one to benefit families that care for their child at home and the other to provide 
ass ; tance to adults with disabilities, whether or not they live with their immediate family. Both 
programs are designed to empower individuals with severe disabilities and their families to design 
and direct their own array of services to suit their unique strengths, needs, and desires. 

Under its Family Assistance Program, Illinois will pay direct monthly cash stipends of $386 to 
eligible families caring at home for a child who has a severe developmental disability or severe 
emotional disturbance. The subsidy may be used at the family's discretion for the benefit of the 
child and the family. To qualify for the stipend, a family must have a federal taxable annual 
income of less than $50,000 and have an eligible child under age 18 living at home. 

The Home-Based Support Services Program is designed for adults with severe developmental 
disabilities or severe mental illness who live in their family home or in their own home. 
Participants will receive an individually chosen and tailored array of support services up to a 
maximum monthly value of $1,158. The adults, together with family members or other 
representatives, choose the type and amount of support services they need and may change 
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services or service providers as their needs and desires change. Assistance in obtaining existing 
services or in meeting unique service needs is provided for all adults under the program. The 
provider bills the Department of Mental Health and Developmental Disabilities. In FY 1990-91 
the program will serve 330 adults at a cost of $4.3 million. 22 

(Contact: Connie Sims, P.A. 86-921 coordinator, Department of Mental Health and 
Developmental Disabilities, 405 Stratton Office Building, Springfield, Illinois 62765; (217) 782- 
0632; statutory citations: 111. Rev. Stat. ch. 91 1/2, sec. 100-59 and sec. 1802 et seq.) 

Nebraska. The Drabled Persons and Family Support Program was created to "fill in the gaps" by 
providing support in community settings for persons with disabilities. Administered by the 
Department of Social Services, the program originally assisted families financially with disability- 
related expenses and helped adults with disabilities who needed support to remain employed. In 
1988, the Nebraska Legislature allocated additional funding so the program could also serve 
persons with disabilities who are living independently, either alone or with a caregiver who is not a 
relative. For persons who receive assistance, the program allows up to $300 per month to purchase 
items or services that otherwise would not be available to them. 

Nebraskans are encouraged to call a toll-free phone number for assistance. In many cases, 
personnel are able to identify other appropriate funding sources to assist callers, which eliminates 
the need for financial support from the Disabled Persons and Family Support Program. All 
applications are reviewed by a committee, which includes representatives from the League of 
Human Dignity, the Easter Seals Society, vocational rehabilitation, special education, 
developmental disabilities, the Department on Aging, and the Department of Social Services. 23 

(Contact. Senator Don Wisely, chairman, Health and Human Services Committee State Capitol 
Building, Room 1402, Lincoln, Nebraska 68509; (402)-2610; statutory citation: Neb. Rev. Stat 68- 
1501 et seq.) 



Recommendations for State Action 



The NCSL Task Force on Developmental Disabilities recommends that state legislatures do the 
following in the area of family support: 

a) Create and fund family support programs for those families who provide care at home 
prindpT ( ? adren W ' th develo P mental disabilities, adhering to the following guiding 

The program should support the family rather than the service provider. 

* All children, regardless of disability, have the right to grow up with a family, 
biological or otherwise, and need enduring relationships with adults. 

The role families play in providing care at home must be recognized ana 
supported so that family members are enabled and empowered to make informed 
decisions. 

* Means for supporting family efforts should build on existing support networks and 
natural sources of sup, on within the community and should be culturally 
sensitive. 
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b) Provide flexible programs to meet the needs of individual families, recognizing that 
their needs change over time. 

c) Require coordination of all family support-related activities undertaken by state 
agencies, such as departments of developmental disabilities, education, human 
resources, public welfare, and mental health. 

d) Use all public and private sector resources available to families, including government 
agencies, private employers, and private health insurers. 

e) Ensure adequate training for persons who provide family support. 

f) Design all family support initiatives to promote the integration of persons with 
disabilities into the community. 

g) Monitor the quality and effectiveness of all service programs through systematic 
reviews, which should include input from consumer families. 

h) Define family support as a benefit program that is not included as income for purposes 
of state taxation. 

i) Provide independent living and work training to youth with disabilities to facilitate 
transition into adulthood and to promote independence. 
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TRANSITION SERVICES 



Last year, Teresa graduated from her local high school She had received special 
education and related support services since elementary school At age 13, Teresa 
started participating in school-sponsored training activities in the commi'Uty with her 
teacher and a small group of other students. She learned to shop at a grocery store, 
take a bus, and order from fast-food restaurants. When she reached age 14, Teresa 
spent at least two hours during each school day in community-based job training In 
school, she had trained in occupations such as food services, domestic home cleaning, 
and clerical and custodial assistance. When she was ready to leave school, Teresa 
knew she wanted to be a clerical worker. She already knew how to run a copy machine 
and felt confident she could do the job. The transition program was able to match her 
with an employer, and she moved directly from school to an office job. Now Teresa 
works 20 hours a week and takes the bus to work, a 30-minute ride. Tm so glad she 
was able to get a job so she won 't forget all the things she learned in school, " says her 
mother. "It's amazing, really, what she can do. I'm proud of her, but, more 
importantly, she's proud of herself 



Introduction 



Each year approximately 35,000 to 40,000 students with developmental disabilities leave special 
education programs to take their places as adults in the community. To help young people make 
the transition from school to adult community life, some states implemented transition planning 
even before ihe new federal requirements were enacted. Such planning links graduates who have 
disabilities with community services and is intended to ensure that all students graduate with the 
skills necessary to enter the work force or to continue their education. 

Transition planning is a partnership involving students with disabilities, their families, school and 
post-school service personnel, local community representatives, employers, and neighbors. The 
goals are to assist the student in choosing a living situation, to ensure that the student graduates 
with community living skills and a variety of job skills, and to assist the student in choosing a job, so 
he or she can become a tax-paying, productive citizen in the community. Because young people 
with disabilities have different levels of impairments and capabilities, transition planning needs to 
be flexible enough to meet a variety of needs. Such planning also should begin early, with the 
expectation that all children will leave school with functional skills for adulthood. 

Tc be effective, transition planning should be an inherent component of the student's curriculum. 
Progressive schools are providing a curriculum that prepares the students for the changes and 
demands of life after high school. Some schools are offering up to five paid community work 
experiences as part of their program prior to graduation. Innovative programs offer skills training 
in natural rather than simulated environments, including the home and work places such as 
grocery stores, offices, and restaurants. 

The transition years are difficult for everyone, including young adults with developmental 
disabilities. They leave the structured environment of school and go out into the community, 
facing its bewildering maze cf public and private agencies, which often have long waiting lists for 
services. At this point, specific mechanisms need to be in place to link the exiting students with 
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community services and support; otherwise, the students risk falling through the cracks or being 
placed in a segregated program or facility. 

The best transition planning involves consumers and parents as active partners in mapping the 
educational experience and the years after graduation. Some states have developed programs that 
train parents as case coordinators tor their children to help guide them through the maze of 
available services. Others empower parents through repress 'ation on policymaking bodies and 
involve the parents in individualized planning for their child:. .1. The most innovative states 
envision the entire school experience as transitional, viewing the purpose of education as 
preparing students to participate and contribute in the community. 

While states have made advances in addressing the needs of students leaving the education system, 
significant barriers remain. Often there is insufficient coordination between schools and 
community services agencies. In addition, shortages exist in community programs. Young people 
exiting high school often are in direct competition for community services with people who are 
leaving institutions and others who already are on waiting lists for community services. 
Furthermore, many students do not graduate with the skills necessary to join the work force or to 
continue their education. Even when graduates choose one of these options, states usually do not 
readily provide support in these environments. To ensure students a smooth transition to 
community life, some states are requiring transitional planning early in the educational experience 
for all students with disabilities. Other states are providing mechanisms at the state and local 
leveis to help students move from school to the community without an interruption of services. 



Why Legislators Should Be Concerned 



Since enactment of the federal Education ^ the Handicapped Act, now called IDEA, a whole 
generation of children has benefited from special education. Parents have seen the potential for 
their youngsters to grow and change and lead productive lives. Today's graduating students with 
disabilities have spent their entire school careers receiving special education services; they now 
need community support services to become working and participating members of adult society. 

Many parents feel that the money invested in the children during their school years is wasted when 
these individuals are forced into idleness due to lack of programs or lack of linkages to existing 
programs. States can protect their significant investment and enhance the lives of their citizens 
with disabilities by supporting transition services. These services will open up opportunities for 
young adults with disabilities to use the confidence and skills learned in school and to become 
productive, contributing members of society. 



Federal Activities 



The Individuals with Disabilities Education Act requires schools to prepare an Individualized 
Education Program (IEP), with the help of parents and teachers, to guide each student's 
education. Amendments to the act in 1990 require that transitional planning be incorporated into 
the IEP. 
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Federal assistance for employment, education, training, and support is available through the 
Rehabilitation Act of 1973 and the Job Training Partnership Act. An explanation of these federal 
sources can be found under "Supported Employment," on page 29. 

Federal programs that assist people with developmental disabilities to obtain housing and 
community supports include the following: Medicaid's Home- and Community-Based Services 
waiver, Medicaid's Model Waiver Option, Medicaid's Intermediate Care Facilities for the 
Mentally Retarded (ICFs/MR) program, the Developmental Disabilities Assistance and Bill of 
Rights Act, Department of Housing and Urban Development (HUD) Section 8 rent subsidies and 
the Fair Housing Amendments Act of 1988. An explanation of these federal sources can be found 
under "Community Living," on page 23. 



State Activities 



Even before enactment of recent federal requirements concerning transition planning, several 
states initiated such planning for their students with disabilities. Among these are Minnesota, New 
Jersey, Maine, Kansas, California, and Massachusetts. 

Minnesota. The State Transition Interagency Committee (STIC) sets policy and facilitates 
coordination among local and state agencies so that each citizen who has a disability in Minnesota 
and exits from school will have an opportunity to live and work within the community. The 
committee is comprised of representatives from the Departments of Education, Human Services, 
and Jobs and Training; the community colleges; and parent/advocacy groups. An interagency 
agreement outlines each agency's role and responsibility for transition and includes a summary of 
services available from each agency to support the transition effort. School districts are required 
to establish committees at the local level. A state-funded Interagency Office on Transition 
if^SSJ" th . 6 * De P artment of Education, mandated by 1986 legislation, is responsible for staffing 
the STIC and for providing technical assistance to local community interagency teams. Emphasis 
is placed on linking resources together in a systematic < . ay. 

As required by state legislation, the Individualized Education Program must address the student's 
transition needs by grade nine, or age 14. Parents, students, educators, and adult service providers 
develop the transition plan together. Decisions include where the individual will live and work 
how he or she will travel within the community, what activities will be undertaken for fun and ' 
leisure, what medical and legal services the individual will need, and how relationships will be 
fostered with family and friends. Efforts are made to involve agencies with the student before he 
or she leaves school so transition to adult life will not result in gaps in service. 24 The Department 
of Education, in cooperation with the University of Minnesota, has designed a post-school follow- 
up system for local school districts to collect information about and report on the post-school 
outcomes of former special education students. 25 

^ ta ?A^ a n n i!n C ° rbey ' 550 ? e( ? ar Street ' 8;h Floor ' Ca P ito1 Buildin & St - Paul > Minnesota 
55101; (612) 296-0280; statutory citation: Minn. Stat. 120.17, subdivision 16.) 

New Jersey. New Jersey launched a statewide initiative to help 500 public school graduates with 
developmental disabilities find competitive jobs in the private sector. Job coaches provide direct 
on-the-job training, working side by side with the employee with disabilities to help him or her 
learn the necessary skills. The amount of training is tailored to individual needs. 

As the employee becomes proficient, the training decreases. When skills are mastered, follow-up 
services are provided. The job coach periodically returns to the work site to make sure the worker 
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with disabUities continues to meet the employer's expectations. If problems develop, the job coach 
provides one-on-one training until the problem is solved. FoUow-up services continue as long as 
the employee with a disability has the job. 

The supported employment initiative requires coordination among the Divisions of Vocational 
Rehabilitation Services, Developmental Disabilities, and Special Education. An interagency 
agreement outlines each agency's responsibilities. The Division of Special Education uses local 
education agency case managers to identify students in special education programs who have 
graduated recently or are about to graduate. The case managers work with the families, since 
family support has been identified as a critical factor for success. 

Support services for the employee remain the responsibility of the Division of Vocational 
Rehabilitation Services until the training phase is completed and the employee has achieved job 
stability. At that point, responsibility is transferred to the Division of Developmental Disabilities, 
which provides long-term support. If a particular job does not work out for an individual, 
representatives from the three state agencies meet to determine the reasons and what can be done 
to correct the situation in the future. 26 

(Contact: Tom Major, Division of Developmental DisabUities, CN 726, Trenton, New Jersey 
08625; (609) 984-5357.) 

y ne. Maine uses an innovative voucher system to fund transition services under a ;w pilot 
program. Eligible consumers are persons with mental retardation between the ages of 20 and 26 
who are exiting the public school system and living at home or in an unsubsidized foster home. 
The individual designs his or her own transition program with the help of an interdisciplinary team 
comprised of the student, family members or guardians, and professionals. The program will pay 
only for services that are unavailable from other sources, such as Vocational Rehabilitation, 
Medicaid, or the Job Training and Partnership Act. Services include evaluation, job placement, 
counseling and follow-up, job coaching, supported employment, transportation, respite care, 
recreational and leisure activities, and post-secondary education. The services, which are paid for 
by the Bureau of Mental Retardation, are capped at $12,000 per consumer annually. For FY 1990- 
91, the appropriation is $344,50 1. 27 

(Contact: Roger Deschaies, director of the Bureau of Mental Retardation, State House Station 
40, Augusta, Maine 04333; (207) 289-4242; statutory citation: Me. Rev. Stat. Ann. tit. 20, sec. 7702 
et seq.) 

Kansas. Transition planning services are available for Kansas students with severe disabilities who 
are at least age 16 or are expected to leave school within two years. The law that created the 
transition planning program in 1986, directs the Department of Social and Rehabilitation Services 
to serve as the single point of entry into adult services programs for students in special education 
programs. Kansas Rehabilitation Services, a division of the department, is the designated lead 
agency for transition planning. A State Transition Committee, compri' J of educators and 
representatives of parent organizations, community agencies, and state agencies, guided 
implementation and program development for the state. Local transition councils promote 
implementation of transition planning and sustain local efforts to develop additional services and 
to coordinate access to existing services. After obtaining student and parental consent, ! 
education agencies make referrals to one of eight transition counselors at the state level. The 
student, parents, teachers, and local community program staff develop a transition plan in 
conjunction with the student's Individual Education Plan. 2 * 

(Contact: Mamie Brown, Kansas Rehabilitation Services, Biddle Building, 300 SW Oakley, 
Topeka, Kansas 66606; (913) 296-3911; statutory citation: Kan. Stat. Ann. sec. 75-5372 et seq.) 
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California. The state Departments of Rehabilitation and Education jointly sponsor the 
WorkAbility and Transition Partnership Programs to provide comprehensive pre-employment, 
employment, and work-site training and follow-up for different populations with disabilities. The 
WorkAbility Program has three components, with the Workability I program serving secondary 
students who have special needs. Since 1982, WorkAbility I has served over 65,000 secondary 
students in 297 school districts, providing assessment, career guidance, work experience and 
training, job search skills, and mobility training. The program is funded by I he Department of 
Education through a combination of state and federal funds, amounting to $5.9 million in 1989-90. 
The WorkAbility II, WorkAbility III, and Transition Partnership Programs serve different client 
populations of the Department of Rehabilitation, including students in community colleges or 
adult schools and persons enrolled in regional occupational centers. These programs are 
supported with federal rehabilitation funds, state appropriations, and local educr :ion dollars. The 
WorkAbility Program has been recognized by the federal Office of Special Education and 
Rehabilitative Services as one of the top 10 nationally acclaimed transition programs for youth 
with disabilities. 

(Contact: Keith Foster, administrator, Transition Programs and Services, Department of 
Rehabilitation, 830 K Street Mall, Sacramento, California 95814; (916) 323-0336.) 

Massachusetts. A 1983 state law, commonly referred to as the "Chapter 688 Turning 22 Program," 
is a transition program for young adults with severe disabilities who either graduate from a special 
education program, or who no longer are eligible for publicly funded special education because 
they have reached age 22. The local school systems refer students to the appropriate human 
services agencies, such as those dealing with mental health, mental retardation, social services, 
public health, deafness, or blindness. Students with multiple or unusual disabilities are referred 
directly to the st;i*° bureau of Transitional Planning. The designated state "transitional lead 
agency" assembles a team to develop an Individual Transition Plan, which maps out the steps 
required to help the consumer obtain needed services, such as income supports, day programs, 
employment preparation, residential assistance, and recreational services. The team is comprised 
of the young adult with a disability, the parent or guardian, representatives from the human 
services agencies and the school, and an appropriate job training agency. The plan, which must be 
completed at least six months prior to graduation or the consumer's 22nd birthday, details what 
services will be provided by which agency, and for how long. The designated lead agency acts as 
case coordinator for the consumer in the transitional program, which receives about 1,000 referrals 
annually. Implementation of the program is subject to appropriations by the state legislature. In 
1989-90, approximately 200 consumers were served with state funds. Others in need of assistance 
add their names to waiting lists for various services. 29 

(Contact: Mary Ann Walsh, director, Bureau of Transitional Planning, Executive Office of Human 
Services, Room 1109, 1 Ashburton Place, Boston, Massachusetts 02108; (617) 727-8050; statutory 
citation: Mass. Gen. Law Ann. ch. 71, sec. B.) 



Recommendations for State Action 



The NCSL Task Force on Developmental Disabilities recommends that state legislatures do the 
following in the area of transition services: 

a) Enact legislation designating a lead agency to coordinate the activities of the many 
different agencies and programs needed to put together a working transition program 
for young people with developmental disabilities. 
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b) Develop community services, such as supported housing and jobs, to allow the young 
adults to make an immediate transition from school to integrated work without 
wasting years on a waiting list. 

c) Encourage the involvement of the young adult and the parents as active partners in 
planning a transition program. 

d) Ensure that transitional planning is a part of the Individualized Education Program by 
age 14, as required by federal law. 

e) Develop quality control measures to ensure that schools provide curricula to prepare 
students with disabilities for life after school, including a supported or nonsupported 
job in the community. 

f) Encourage the expansion of community-based opportunities for high school students 
to participate in paid, integrated jobs as part of their education. 

g) Seek information from advocacy groups, state government leaders, parents, and 
educational leaders to learn more about transition needs and existing programs. 

h) Utilize community-based jobs rather than center-based "workshop" jobs for students 
and graduates with disabilities. 

i) Ensure continuity of supported employment services from school to community life. 

j) Establish a data system to determine whether the desired results are achieved through 
transition programs. 
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COMMUNITY LIVING 



Bev and Art have been married for four and one-half years. Both work full time, and 
in their spare time they enjoy going for walks, visiting friends, going to the movies, or 
going out for dinner. Occasionally they attend city council meetings and offer their 
opinions on issues. Bev and Art both have mental retardation. Art also has epilepsy, 
for which he takes daily medication. They met and fell in love in a group home. Now 
they live in a comfortable, one-bedroom apartment. Art doesn V read, so the push- 
button telephone and his daily epilepsy medication are color-coded Initially, the 
newfyweds received daily assistance from a service provider in a semi-independent living 
program, but now it's only every other day, or about eight hours a week. Art reports 
that he likes to wake up to a clock radio instead of a staff person yelling at him. In a 
group home, he could not leave unless a staff person accompanied him; now he goes 
out whenever he wishes. Both agree that they prefer living with each other, rather than 
with 13 strangers. 



Introduction 



In many states, people with disabilities are living in their own homes in the community with one or 
two friends of their choice through the assistance of support services targeted to their specific 
needs. As this happens, the individuals enjoy increased independence and sense of competence; 
improved relationships with family members and friends; and increased respect, dignity, and 
feelmg of being a part of community life. 

Between 1977 and 1989, the number of people with developmental disabilities residing in large 
institutions dropped 42 percent, to 88,112, the lowest number since 1934. 30 New Hampshire, the 
first state to close all of its institutions for persons with developmental disabilities, has developed a 
community-based service system using Medicaid waiver funds. New policies in several other states 
have been particularly effective in preventing institutional placement of childr m. Today, many 
adults around the country who previously were thought to require care in institutions or 
congregate group homes now live in typical housing and need less than full-time supervision. They 
participate in community life, with the assistance of individual supports that respond to their 
particular needs. 

By definition, people with developmental disabilities need some form of support because of a 
physical and/or mental disability. To live in the community, adults may need help with home 
management, personal care, money management, physical or language skills, socialization skills, 
and transportation. Making adaptations to the environment, such as building a wheelchair ramp, 
and providing assistive technology, such as an electronic communication device or a hand brace to 
assist with movement, frequently allow people with disabilities to live independently. States are 
developing supported living arrangements for individuals and households of two to three people 
who, in years past, were considered to need living arrangements in larger institutions or group 
homes. The aim of such programs is to promote maximum independence and community 
integration of the individual and maximum efficiency of public resources by providing services that 
are tailored to each individual's needs. 

Instead of being a scattered, experimental initiative, supported living is rapidly replacing 
development of community residence facilities in a number of states. Nationwide, over 17,000 
persons with developmental disabilities lived in semi-independent or supported living 
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arrangements in 1988. Colorado now serves roughly 700 individuals statewide. North Dakota 
serves over 500 people; Washington state, 1,000; Minnesota, 1,500; and Illinois, 900. Supported 
living is flourishing in Florida, Michigan, and Ohio. In addition, supported living exists or is being 
implemented in Arkansas, Connecticut, Georgia, Missouri, Nevada, New Mexico, Oklahoma, 
Virginia, and Wisconsin. 31 

Community living is more than a roof over one's head. It is also a feeling of belonging. Today, 
many service systems are providing opportunities for people with disabilities to develop 
friendships and ongoing relationships with other people. These opportunities include encouraging 
consumer choice in roommates, ensuring consumer participation in the employment of support 
staff, and encouraging relationships between people with disabilities and their peers without 
disabilities. 

Many service systems and agencies are starting to regard parents and consumers as partners in 
developing and operating services. Innovative community living services across the country have 
demonstrated that when parents and consumers are empowered to influence policy and programs, 
cost-effective quality services result. 



Why Legislators Should Be Concerned 



State legislators should be concerned about expanding community options for people with 
developmental disabilities because individuals and families increasingly are demanding the choice 
of community-based integrated living. In addition, legislators want to put dollars where they will 
reap the maximum return. In an era of tightening budget restrictions, states should not continue to 
spend a large portion of their budgets on institutional care or large congregate care when virtually 
all major studies show that people are better off in typical community residences, given the proper 
supports. 

Parents have significant concerns about what will happen to their children when the parents can no 
longer provide care. The baby boom generation includes over one-half million adults with 
developmental disabilities, ages 25 to 44, whose parents will soon reach retirement age. 32 In 
Illinois, estimates range from 3,300 to 14,000 people with developmental disabilities who are 30 
years old and older, live with their families, and will require residential alternatives in the next 15 
years. 33 States must develop programs to accommodate existing and future generations of people 
in need of their own homes. 

Despite impressive strides in integrated community living, residential options are limited in most 
states. States are hindered by budgetary limitations and gaps in housing and support services. 
Affordable rental units that are accessible to people with disabilities are in short supply. In 
addition, local zoning restrictions often have impeded the development of community-based 
resources and supports, although a recent federal law prohibits such • estrictions, as referenced 
next under "Federal Activities." Transportation, one of the most needed supports, is still not 
readily available in most areas. Long waiting lists exist for many community residential programs. 
Federal assistance is available, but complicated technical regulations often prevent states from 
taking full advantage of it. Overcoming these obstacles requires leadership, commitment, and 
creativity on the part of state lawmakers. 
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Federal Activities 



As described under "Funding," beginning on page 32, the largest federally financed program for 
persons with developmental disabilities is the Intermediate Care Facilities for the Mentally 
Retarded program, an optional service under Medicaid. The ICFs/MR program pays for 24-hour 
care in a licensed intermediate care facility for persons with mental retardation and related 
conditions, such as cerebral palsy, autism, and epilepsy. Because Medicaid coverage of 
nonmedical home- and community-based services is still highly restricted, federal reimbursement 
policies encourage states to treat their citizens with developmental disabilities in institutions. 
Nonetheless, a number of federal programs assist people with developmental disabilities with 
housing and community services, including the following: 

Medicaid Home- and Community-Based Services Program (the "2176 waiver"). As described in 
the "Family Support" section on page 10, states may apply for a 2176 waiver to use Medicaid funds 
for a variety of nonmedical home- and community-based support services that are not otherwise 
included in a state's Medicaid plan. 

Medicaid's Model Waiver Option. The Model Waiver Option, also known as the Model 50/200 
waiver, is described on page 10. 

?o°n l !! mlin ^ ? u PP° rted Livin 8 Arrangements (CSLA). The Omnibus Budget Reconciliation Act of 
1990 establishes an option under Medicaid that will allow a limited number of states to provide 
community-supported living arrangement services to Medicaid-eligible persons with 
developmental disabilities. Benefits are exclusively for persons who live in their own home, 
apartment, family home, or rental unit furnished in a CSLA setting, in which no more than three 
persons receiving such services reside. Covered services include personal assistance, training and 
habilitation services, 24-hour emergency assistance, assistive technology, adaptive equipment, and 
other support services necessary to aid an individual to participate in community activities. 
Federal matching payments will be capped at $100 million over a five-year period and will be 
provided to up to eight states selected on a competitive basis. 

In addition to providing Medicaid assistance, the federal government also has addressed 
community services for persons with developmental disabilities through the following laws: 

Developmental Disabilities Assistance and Bill of Rights Act (P.L. 101-496). As described in the 
Introduction on page x, this important federal legislation assists states in planning and promoting 
community-based services for persons with developmental disabilities. 

Department of Housing and Urban Development (HUD) Section 8 rent subsidies. People who 
earn up to 80 percent of the median income in their area are eligible for Section 8 rent subsidies 
In many supported living programs, rent subsidies have proved to be a vital part of helping people 
with disabilities find affordable housing. 1 

The Fair Housing Amendments Act of 1988 (P.L. 100-430). This act prohibits discriminatory 
housing practices, such as local zoning restrictions that have prevented the development of 
residential options for persons with developmental disabilities. The act is described on page x. 

Technology-Related Assistance for Individuals with Disabilities Act of 1988 (P.L. 100-407) This 
act, which is describee* further on page 29, is intended to expand the availability of assistive' 
technology services for persons with disabilities, enabling them to live more independently 
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State Activities 



While developing community residential options for its citizens with developmental disabilities 
over the past decade, New Hampshire phased out its institutional placements. Community living 
programs in Colorado, Michigan, and Wisconsin are notable for the range of small-scale, family- 
like residential choices available to people with developmental disabilities. Although local 
examples are used, each has a statewide program. New programs in Illinois and Ohio also 
promote independent living. 

New Hampshire. New Hampshire no longer operates state institutions for people with 
developmental disabilities. Instead, the state contracts with 12 Area Agencies for Developmental 
Services, which are private, nonprofit corporations governed by citizen boards. Area agencies 
either provide direct services or contract for services, depending on local needs and resources. 
The local agencies must be redesignated every four years, which involves public participation and 
comment. New Hampshire's accomplishments include: a complete shift away from institutional 
settings, using Medicaid waiver funds to provide community options; implementation of a 
comprehensive system of community early intervention programs; development of an array of 
community homes (with an average of three residents) for persons who previously were in 
institutions or lived with their families; and development of hundreds of supported employment 
placements. Program staff report a high degree of cost efficiency and effectiveness. 

(Contact: Richard Lepore, assistant division director for community developmental services, 
Division of Mental Health and Developmental Services, State Office Park South, 105 Pleasant 
Street, Concord, New Hampshire 03301; (603) 271-5013.) 

Colorado. Centennial Developmental Services, Inc. (CDSI) provides services to adults and 
children with developmental disabilities in Weld County, using Medicaid HCBS waiver funds. 
Services are provided to individuals, including those with severe and multiple disabilities, and are 
tailored to individual needs. CDSI has eliminated the use of group homes and helped people 
move into smaller, dispersed settings. CDSI uses a variety of settings for people in the residential 
program. While the majority of consumers live in their own apartments, a small number are 
served in host homes, which provide a family-like setting. Paid roommates are recruited in some 
cases to provide companionship and on-going support in the homes. The program is structured so 
that people with dis bilities can learn to make their own choices and take control of many areas of 
their lives. Other staff services include assistance with domestic and community living skills, help 
with relationships, and advocacy. Formal programs become part of normal, daily living routines. 34 

(Contact: Richard Pantaleo, co-director of residential services, Centennial Developmental 
Services, Inc., 3819 St. Vrain, Evans, Colorado 80620; (303) 339-5360.) 

Michigan. The Macomb-Oakland Regional Center, located outside of Detroit, has developed 
more community living arrangements for people with severe disabilities than any other local 
service system in the country. More than 60 percent of the 1,300 consumers have severe or 
profound mental retardation. The program has made a strong commitment to keep children who 
have disabilities with their biological families. For children who do not live with their biological or 
adopted parents, five residential options are available: foster homes, adult foster care in a setting 
with up to four people, group homes limited to no more than six people, alternative intermediate 
service homes for up to six people, and a supported independence program. 35 

(Contact: Nancy Rosenau, director of community services, Macomb-Oakland Regional Center, 
16200 19 Mile Road, Mount Clemens, Michigan 48044; (313) 263-8700.) 
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Wisconsin. Options in Community Living, a private, nonprofit agency in Dane County provides 
support services to consumers with disabilities who rent their own houses or apartments In 1987 
the agency worked with approximately 100 people living in the community. Consumers hire their 
own stall, referred to as attendants. The agency acts as a broker, recruiting attendants and 
training and teaching consumers how to supervise their own attendants. In some cases the 
program uses foster care funding and licensing to arrange for paid roommates who provide 
companionship and support in the consumers' homes. With special funding from Wisconsin's 
Community Integration Program (using a Medicaid waiver), Options in Community Living has 
begun to serve people with challenging needs who previously lived in institutions. 36 

(Contact: Robin Cooper, program manager, Department of Health and Social Services, Division 
of Community Services, P.O. Box 7851, Madison, Wisconsin 53707; (608) 267-9741- statutory 
citation: Wis. Stat. 46.278.) K ' ' siaiuiory 

Illinois. The Community Integrated Living Arrangements (CILA) program promotes 
independence in daily living, economic self-sufficiency, and community integration for people with 
developmental disabilities or mental illness. The program provides individualized support services 
including daytime services, in typical community residences for eight or fewer people with mental 
disabilities. By the end of FY 90, more than 1,700 people were being served in the CILA program 
at an annual cost of $40.7 million. By the end of FY 91, the Department of Mental Health and 
Developmental Disabilities plans to create CILA living units for 700 additional people at an 
annual cost of $16.1 million. 37 

I? 1 ! 13 . - ^orali Murphy, assistant deputy director for community development, Department of 

^wS^4? n iiSf^ P ! nenta . 1 D . isabi S ies ' 401 Stratton 0ffice Building, Springfield, Illinois 
62765, (217) 782-0638; statutory citation: 111. Rev. Stat. ch. 91 1/2, sec. 1701.) 

Ohio. This state's recently created Supported Living Program furnishes support services to people 
with developmental disabilities living in non-congregate settings. Program participants select 
where they want to live, such as an apartment. Participants are expected to meet basic livi, e 
expenses using their federal Supplemental Security Income payments, other forms of public 
assistance, and employment earnings. Provider agencies are paid to furnish support services that 
aie i Yon , ea , consumer in a Personal individual plan. Payments to providers may not 
exceed $3U per day for each consumer. Participants also are provided with up to $1,800 to assist in 
setting up their own living arrangement. Efforts are now underway to expand the program to 
include individuals with more complex disabilities, using Medicaid waiver funds. One initiative 
focuses on inappropriately placed nursing facility residents and the other on individuals scheduled 
to move out of an ICF/MR or who are at risk of placement in such a facility. 38 

(Contact: Ann Hinkle, consultant, Department of Mental Retardation and Developmental 
S ( f ?:P A ^^ { Com ™™> Services, 30 East Broad Street, Room 1220, Columbus, Ohio 
43266; (614) 466-7508; statutory citation: Ohio Rev. Code Ann. sec. 5123.182 ) 



Recommendations for State Action 

The NCSL Task Force on Developmental Disabilities recommends that state legislatures do the 
following in the area of community living: b 

a) Increase resources for typical community residences and support services tailored to 
individual needs as the state reduces reliance on Medicaid ICF/MR-reimbursed 
institutions and other large-group facilities. 
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b) Provide support systems for adults who choose to live with their families. 

c) Separate the housing and support components of service delivery for persons with 
developmental disabilities. Move away from facility-based service and toward 
individualized service, regardless of where the individual is living. Encourage 
programs that emphasize consumer choice in housing and roommates. 

d) Promote interdepartmental coordination of support services, such as transportation, 
medical, and employment services. 

e) Expand the availability ?nd scope of individualized programs through Medicaid's 
Model Waiver Option and the Home- and Community-Based Services waiver, 
including personal assistance, case management, assistive technology, and therapies. 

f) In states that continue to develop licensed group facilities, adopt a policy of limiting 
new group homes to four to six people, preferably fewer. 

g) Encourage dispersed placement of small residences in communities to facilitate 
maximum integration into community life. 

h) Involve consumers and parents in the design, operation, and monitoring of services 
through participation in oversight boards and commissions. 

i) Promote education for real estate developers, landlords, and community housing 
boards about ways that they can help meet the housing needs of people with 
developmental disabilities. 

j) Develop accessible, affordable housing to meet the needs of people with disabilities 
and encourage consumer ownership through housing loan programs, cooperative 
ventures, public/private partnerships, set-aside units designated by developers for 
people with disabilities, bond issues, vouchers, and other ways to make community 
living possible. 

k) Enact legislation to ensure that community services are designed with the flexibility to 
be responsive to changing patterns of consumer needs. 



-26- 



l*ub. 910 3002 



SUPPORTED EMPLOYMENT 



Mike is a 34-year-old uata entry clerk with a county personnel board in Alabama, An 
employment specialist helped Mike assess his personal interests and vocational skills 
and find his current position. Because he is severely disabled as a result of cerebral 
palsy, Mike benefits from several assistive technology devices to perform the demands of 
the job and to live independently. At work, Mike uses AbleOffice, a modular work 
station system designed by the Center for Rehabilitation Technology at Georgia Tech 
He uses a M'mspeak™ Light Talker, which is an augmentative communication device 
tltat generates printed speech through a computer. Using a head pointer, Mike can 
type, operate a computer, dial a telephone, turn pages, and operate his television VCR 
microwave oven, and other appliances at home. For mobility, he either push's a 
manual wheelchair with one foot or uses a power wheelchair, which he operates with 
his chin and mouth. F 

Mike's lifestyle today is a dramatic change from his 15 years in a nursing home, which 
he entered at age 15 because he felt that he overburdened his mother. He needed 
assistance with mobility, feeding, dressing, bathing toileting, and other daily activities 
The nursing home was the only place deemed appropriate within the existing service 
system for Mike during those years. Fortunately, he was able to relocate to a 
transitional living center in 1986, where he took classes in money management food 
and nutrition, cooking, communication skills, human sexuality, time management 
shopping, personal care attendant hiring, and basic computer skills. Since his 
employment, Mike has moved to his own apartment and uses part of his wages 
supplemented with state and federal benefits, to pay for a personal care attendant 



Introduction 



t^lv n Pr T r f u PP° rt . s y ste ™. P e °P[e with severe disabilities are working in competitive jobs 
today. Due to advances in assistive technology and on-going support services, the major barriers 
to employing people with developmental disabilities are coming down. It is perceptions and 

t hJ tV*t u C - ange " u ?° ple Wh ° Want t0 WOrk should have an "PPortunity to contribute 
to the work force. Having a job increases a person's independence and ability to support himself 
or herself and decreases reliance on public funds. According to a 1990 survey by the National 

r^ZlTth v LeV " k i5 ment i al DiSabiHtie f £ 0Undls ' fu "y 90 P ercent "Adults wilh disabilities 
report that they are able and want to work. 39 

Assumptions about what constitutes good vocational programming are changing. Individuals with 

3 £££ T f T°fl th ° Ught u t0 r T ire 'raining at segregated sheltered worklc" 
or adult training centers before entering the work force. Historically, most people entering these 
training facilities never left. Recent research results raise questions about the benefit of such 
separate preyocational training. In addition, parents, professionals, and employers have learned 
in very practical ways, that the old notions of readiness for employment, whS S^Tng in 
individual acquire essential skills before he or she could be placed in a real job, simply do no work 
very well Today, professionals are moving toward newer models, such as supported employment 

d sab,l ties. Essential support services to help people with developmental disabilities participate 
successfully in work programs include job development and redesign, skills assessment, job 
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counseling, on-going job coaching, transportation, assistive technology, personal care assistance, 
money management training, and help with socialization skills. 

By working together, legislators, state agency personnel, and business leaders can create a climate 
in which people with developmental disabilities will have an opportunity to work and receive fair 
wages and benefits. In almost every state, business leaders who have a track record of employing 
people with disabilities are taking the lead in redesigning jobs to meet the needs of the employers 
and the needs of the people with disabilities. Leadership is also required from state agencies and 
legislators to encourage other members of the business community to hire workers with disabilities 
who in turn, can contribute to the economic health of the community. States can set an example 
by hiring people with disabilities for public sector jobs. Finally, states must make a strong 
commitment to consumer and family empowerment if supported employment programs are to 
succeed. 



Why Legislators Should Be Concerned 



Supported employment is a cost-effective alternative to other vocational programs such as 
sheltered workshops that are supported by many state governments across the country. The 
benefits of supported employment are greater because gainfully employed people pay taxes, 
depend less on public programs, and contribute money to the state economy. Moreover, people 
who in the past were segregated can enjoy the same community benefits as do people without 
disabilities. 

Despite the advantages of supported employment, the bulk of state employment funds for persons 
with disabilities still goes to sheltered workshops and other segregated settings. In 1988, federal 
and siate governments spent between $385 and $582 million to place 109,899 people with 
developmental disabilities in sheltered workshops at a per capita rate between $3,500 and J5.3UU. 
In the same year, only $62 million was spent on 16,458 people in supported employment, at a per 
capita rate of $3,767. 40 The challenge facing state legislators is to develop methods to transfer 
people currently in day programs and sheltered workshops into the competitive work force 
successfully. 

According to labor statistics, jobs should be available. Business is facing a labor shortage crisis 
resulting from the aging "baby boomers." The shortages for a variety of jobs, especially in the 
expanding service sector, will create a competitive market over the next 20 years for people with 
disabilities, who constitute a new, virtually untapped labor pool. Legislators can take advantage of 
this window of opportunity and offer leadership to expand supported employment programs for 
their citizens with disabilities. 



Federal Activities 



Federal programs that offer assistance in the areas of training and employment or provide civil 
rights protections for people with developmental disabilities include the following: 

Americans with Disabilities Act or 1990 (P.L. 101-336). The ADA prohibits employers from 
discriminating against a qualified individual with a disability because of the disability. Beginning 
July 26, 1992, employers "engaged in an industry affecting commerce" who have 25 or more 
employees must make "reasonable accommodations" for persons with disabilities. Employers with 
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between 15 and 25 employees are required to comply beginning in July 1994. Some chances could 
include: making existing employee facilities accessible to and usable by individuals with 
disabilities restructuring jobs, modifying work schedules, acquiring or modifying equipment or 
devices, and providing qualified readers or interpreters. 

ADA Tax Credit. The Omnibus Budget Reconciliation Act of 1990 provides a tax credit for small 
businesses (those with gross receipts under $1 million or with 30 or fewer full-time employees 
during the preceding tax year) for expenses associated with providing "reasonable accommodation" 
in employment or in public accessibility under the Americans with Disabilities Act Eligible 

S?n neS !fS Sn^ 6 3 C . redit eqUal t0 50 P ercent of the " eli g ible access expenditures" between 
»25U and $10,250 that are incurred for the purpose of complying with the ADA. Eligible 

expenditures include squiring or modifying equipment or devices; providing interpreters or 

readers; and removing architectural, communication, physical, or transportation barriers. 

Rehabilitation Act of 1973 (P.L. 93-112). This state-federal match program, known in most states 
as the vocational rehabilitation program, helps people with mental or physical disabilities find iobs 
Amendments m 1986 (P.L. 99-506) created Title VI, which recognizes that people with severe J 
disabilities can work competitively. Title VI establishes a new funding stream devoted solely to 
supported employment programs, although these funds represent only a small portion of the 
doUars states currently are spending on such programs. Title VI prohibits states from using their 
federal allocations to provide ongoing support services. 

Job Training Partnership Act (JTPA) (P.L. 97-300). The JTPA provides monies for job training 
for people who are economically disadvantaged. Persons with disabilities are targeted under the 
J J PA, and funds may be used to educate private employers as well as to provide training and 
disStie™ 68 * In 1987 ' 88 ' JTPA " i P onsored services hel P ed 46,350 adults and 47,740 youth with 

Employment Opportunities for Disabled Americans Act (P.L. 99-643). This act includes work 
incentives that aUow people with disabilities to work and not lose their benefits. One part of the 
law, Section 1619(a), allows people to earn money on the job and still keep all or part of their 
monthly Supplemental Security Income payments. The other part of the law, Section 1619fb} 
ensures that people can keep their Medicaid benefits as long as they need them to continue 
working, even if they are no longer getting a monthly SSI payment. 

Targeted Jobs Tax Credit (TJTC). An important incentive to encourage employers to hire people 
with disabilities, the TJTC allows employers to claim a tax credit of 40 percent of the first $6,000 of 
qualified wages oer eligible employee, with a maximum credit of $2,400 per employee during the 
first year of employment. 1 3 6 

TechnoIogy-ReJated Assistance for Individuals with Disabilities Act of 1988 (P.L 100-407) This 
act, which provides grants to states on a competitive basis, is intended to expand the availability of 
assis ive technology services for persons with disabilities. Twenty-three states have been funded to 
develop consumer-responsive, statewide systems of assistive technology services for their citizens 
with disab.ht.es. The Department of Education, National Institute on Disability and 
Rehabditation Research will be funding additional states each year, with the expectation that all 
50 states, the District of Columbia, and the commonwealths and territories could receive 
assistance by 1995 The act also authorizes several federal studies and programs designed to 
improve the avadabdity of assistive technology to individuals with disabilities, including the 
following: financing assistive technology devices and services; establishing a national information 
and program referral network; demonstrating innovative projects; providing technology training- 
and enhancing public awareness. More information may be obtained from the RESNA Technical 
Assistance Project, which is listed in Appendix C. 
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State Activities 



Virginia, Washington, and Maryland, described here, have developed effective supported 
employment programs for people with disabilities. Similar programs are widespread and 
flourishing. Other states that have assumed leadership positions in supported employment 
programs include Colorado, Connecticut, Georgia, Minnesota, New Hampshire, and Oregon 

Virginia. Virginia assists over 2,000 people with developmental disabilities in supported 
employment. Start-up grants help programs convert from sheltered workshops to supported jobs. 
The state is working to have consumers pay for part of the costs of a job coach. This wdl I be 
accomplished through federal work incentive initiatives such as Plan to Achieve Self Sufficiency 
(PASS) and Impairment-Related Work Expense (IRWE). These federal programs aUow the 
consumer to write off the costs of transportation, assistive technology, and a job coach against 
earnings when calibrating income for SSI eligibility. 42 

(Contact: Mark Peterson, program supervisor for supported ."■I^S^^arSf^TS^S f 
Rehabilitative Services, 4901 Fitzhugh Ave., Richmond, Virginia 23230; (804) 367-027;.) 

Washington. The Washington Division of Developmental Disabilities has taken a leadership role 
in encouraging counties to develop job programs in integrated community settings. Of the 3,440 
people in all vocational programs in Washington, 1,400 are in supported employment The 
Washington Supported Employment Initiative, created with a grant from the federal Office ot 
Special Education and Rehabilitative Services (OSERS), has a long-range goal to change the way 
union and business officials think about people with disabilities. The initiative aims to look beyond 
entry-level and high-turnover jobs to better-paying jobs for people with disabilities. 
(Contact- Lee Valenta, director, Washington Initiative for Supported Employment, 83 South 
King, Suite 410, Seattle, Washington 98104; (206) 343-0881.) 

Maryland. In Maryland, the state Developmental Disabilities Administration puolicly endorsed 
the principle that people with disabilities have the right to lead a normal life, including holding a 
iob The administration announced that 85 percent of all expansion money would go to supported 
employment. Working with day program operators, the administration determined that 65 percent 
of the consumers could be served in supported employment and established that figure as a goal. 
The program began in 1985 with a five-year federal OSERS grant administered by The Kennedy 
Institute. 

When the grant expired in September 1990, the state had converted approximately 50 percent of 
its day program positions to supported employment, one of the best records in the country. 1 he 
rates of conversion differ widely among regions, with more conversions completed in the southern 
part of the state around Washington, D.C., and fewer in the western rural mountain region. By 
1989 approximately 1,100 people with disabilities had supported jobs with 268 employers, 
including Marriott Hotels, Pizza Hut, Radio Shack, J.C. Penney, Red Lobster, and Ramada Inns. 
Consumers earn an average hourly wage of $3.68 and work an average of 29.7 hours per month. A 
1988 evaluation found that more than one-half of the employees stayed at the job and earned 
increasingly higher wages. The state is applying for an extension to the OSERS grant to be able to 
continue converting day program positions to supported employment. 44 
(Contact: Cynthia Kauffman, director of the Department for Family Support 'Slices, "The 
Kennedy Institute, 2911 East Biddle Street, Baltimore, Maryland 21213; (301) 550-9700.) 
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Recommendations for State Action 



The NCSL Task Force on Developmental Disabilities recommends that state legislatures do the 
following in the area of supported employment: 

a) Encourage the formation of strong public-private partnerships to promote the value of 
employing people with developmental disabilities. Enact legislative incentives, such as 
tax credits, so that businesses can incorporate people with developmental disabilities 
into the work force. 

b) Form a public-private task force to assist with implementation of the employment 
discrimination provisions contained within the federal Americans with Disabilities 
Act. 

c) Encourage state-supported programs to empower persons with disabilities to make 
choices for themselves about their job interests and capabilities. 

d) Encourage service providers to help people in day programs or sheltered workshops 
move into supported employment through the use of flexible state agency guidelines, 
start-up grants, redirection of existing financial resources, and new funds targeted 
toward supported employment. 

e) Encourage state and local governments to hire people with disabilities for public 
sector jobs. 

f) Take maximum advantage of existing federal programs such as the Job Training 
Partnership Act and the Rehabilitation Act. 

g) Provide funding for long-term vocational support, since most people with disabilities 
need periodic or continual assistance for the duration of their employment. 

h) Encourage both public and private employers to develop stable jobs that provide 
fringe benefits for people with disabilities, aiming beyond low-level, high-turnover jobs. 

i) Ensure access to supported employment for all individuals with developmental 
disabilities, including people with physical disabilities and traumatic brain injury. 

j) Monitor the quality and effectiveness of supported employment programs and obtain 
input from consumers of services. 

k) Provide incentives for community employers to hire job coaches, and require state 
agencies to hire job coaches. 

1) Support programs that encourage co-worker support and interaction in the work place. 
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FUNDING 



Aaron was born prematurely with cerebral palsy and sensory impairments. He needs a 
tracheostomy tube to help him breathe; a gastrointestinal tube to help him eat; and 
other extensive medical, healthy and social supports. Aaron's mother, father, and 
brother want him to live with them at home. Because no single funding source is 
flexible enough to meet all of the youngster's and his family's unique needs, the family 
uses a combination of private, local, state, and federal resources. 

Private health insurance covers medical and dental care, hospitalization, some 
medicines, Aaron's special food formula, his wheelchair, and some other equipment. 
Aaron is eligible for some Medicaid waiver program home-based services and 
equipment that the family's private insurance does net cover, such as a home health 
aide to be with him at home after school The state's Family Support Program 
allowance of $250 per month covers physical therapy at home, with his parents 
assisting, and other special needs, such as the lift on the family van. Aaron and his 
family also receive supportive home care under their state 's Community Options 
Program and respite care through a county developmental disabilities agency, which is 
partially state-funded Aaron now attends a typical class in a regular neighborhood 
school, with supports for both himself and his teacher. Even though it's complicated, 
the funding puzzle helps ensure that Aaron lives at home and not in an institution, 
which could cost more titan $50,000 annually, and that he gets the quality services he 
and his family need 



Introduction 



Each year, federal, state, and local governments spend over $11.7 billion to care for people with 
developmental disabilities. State and local government revenues account for $7.4 billion of that 
amount. The development of community services for persons with developmental disabilities has 
been fueled largely by state initiatives. States provide 74.6 percent of the funding for community 
services for people with developmental disabilities, amounting to $4.2 billion in 1988. In addition, 
state and local governments spend over $3.1 billion annually on institutions and large private 
facilities. 45 

Medicaid provides the bulk of federal funds used by states to finance services for persons with 
developmental disabilities. Unfortunately, Medicaid regulations severely restrict reimbursements 
for community-based services, unless exceptions are made through a waiver. Requirements of 
Medicaid's Intermediate Care Facilities for the Mentally Retarded program prevent facilities that 
serve fewer than four people from qualifying for ICF/MR certification and reimbursement. These 
federal policies are out of step with important values and contemporary directions in state service 
delivery. As a result, many states have viewed placing people in state institutions or larger group 
home settings as the only way to secure federal support for people with more intensive service 
need:,. This eligibility criterion clearly frustrates the objectives that promote self-sufficiency and 
integration into the community. 

In FY 1988, the federal government reimbursed states $2.39 billion for institutional care through 
the ICFs/MR program, while spending only $252 million of Medicaid funds for home- and 
community-based waiver services for people with developmental disabilities. 46 States are caught in 
a bind: parents, consumers, and advocates are demanding flexible, tailored services for people in 
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their own homes, or their families' homes. Yet Medicaid reimbursement policies will pay only for 
?«rv:c-s in institutions, or, under a waiver, for people who would otherwise require institutional 
care. 

States can be more proactive in establishing policy for effective programs for persons with 
developmental disabilities. States can establish their own goals distinct from federal policy, and 
fund programs to ensure that the goals are achieved. Increasingly, states are turning to creative 
funding mechanisms or creative uses of existing federal programs to reach their service goals for 
citizens with developmental disabilities. These include the following: 

o Expanded use of the Home- and Community-Based Services waiver and the Model Waiver 
Option. Despite the so-called "cold bed" policy, which requires states to prove that 
people served under an HCBS waiver would otherwise be moved into an ICF/MR 
bed, many states have made wide use of this waiver authority. North Dakota serves 
1,300 people through its waiver program and Colorado serves 2,200 people, despite 
relatively small populations in these states. 47 Many states have used Medicaid HCBS 
waivers as a way to test and implement service approaches that are not based on group 
homes. Supported living is being financed with home- and community-based waiver 
dollars in Arkansas, Colorado, Minnesota, Missouri, North Dakota, Washington, and 
Wisconsin. Other states, including Connecticut, Illinois, Ohio, Oklahoma, and 
Virginia, are planning to use waiver dollars to cover the cost of such services. 48 In 
addition, states are serving targeted groups of people with particular kinds of needs 
through the Model Waiver Option, though participation is limited to 200 participants 
per waiver program. 

o Selected use of Medicaid state plan options. In addition to the services states must 
provide under Medicaid, states also may choose to cover up to 34 optional services at 
their discretion. Examples of service options that may be used by states for people 
with developmental disabilities are personal care seivices, clinic services, rehabilitative 
services, and "targeted case management." Federal Medicaid restrictions require 
covered services to be available statewide and to be of equal scope across all groups of 
Medicaid-eligible persons. To meet those requirements and still keep their costs 
down, some states have defined a particular service in the state plan in such a manner 
that only people with developmental disabilities c~uld use it. Unlike other state plan 
options, targeted case management can be applied to a specific subpopulation of 
potentially eligible recipients, such as people with developmental disabilities, and does 
not have to be offered statewide. The targeted case management option has been 
used in states such as Massachusetts, Michigan, Texas, and Wisconsin to serve people 
with developmental disabilities 49 

o Targeted assistance to providers. Providers need help to make the transition from old 
models of facility-based services to newer, person-centered services. For example, 
some states are offering financial incentives to providers who place a person in 
supported employment rather than in a sheltered workshop. 

o Flexible payment mechanisms. Public dollars are best employed when services and 
supports can be tailored to individual needs. Some states are instituting individualized 
payment mechanisms where the individual determines what services and supports he 
or she needs and selects a provider. The provider then bills the state developmental 
disability agency. Other states are using a voucher system, where individuals can 
select the services they need from a provider of their choice. In both these 
approaches, the power resides with the consumer, and the provider must adjust to 
meet consumer needs. 
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States will continue to develop creative ways of financing those services that emphasize individual 
choice In this effort, consumers and families should be full participants in developing various 
financing and payment strategies to ensure that the results are consistent with essential principles 
of consumer empowerment. 



Why Legislators Should Be Concerned 

States cannot expect significant increases in federal assistance for services to people with 
developmental disabUities. The federal deficit is too large and too structural, and the so-called 
"peace dividend" is being consumed by the military activities in the Persian Gulf region and by the 
"savings & loan" crisis. Strained state budgets also are unlikely to yield significant funding 
increases. Nevertheless, states face rapidly escalating service demands. 

Given this fiscal reality, states must develop funding mechanisms to support programs that yield 
the most cost-effective results. In general, it is not cost-effective to maintain someone in an 
institution for $56,042 a year (the averae.e annual per capita cost of care in a state mental 
retardation institution during 1988). Community services and home supports can meet the needs 
of consumers and parents and can help develop independent, participating citizens. 

After studying the fiscal consequences of continued use of existing service models, the Ohio 
Department of Mental Retardation and Developmental Disabilities concluded that its budget 
would have to increase by 174 percent over the next 10 years in order to meet the needs of the 
70 000 people estimated to require services by FY 2000-2001. However, if the department begins 
to give increased emphasis to service interventions that are aimed at decreasing the dependency ot 
people with disabilities on formal, structured, service programs, the same full-service goal could be 
achieved with an estimated 59 percent increase in the department's budget over the same 10-year 
period. 50 

States around the nation will have to examine both service goals and approaches before 
synchronizing funding policies with consumers' needs, reallocation of resources, and affordability. 



F» >1 Activities 

Signilicant federal money is available to support people with developmental disabilities. With 
careful planning, states can take maximum advantage of federal support and stretch state dollars. 
Available funding comes from the following programs: 

Medicaid As described throughout this publication, Medicaid is the largest source of federal 
funding for programs that serve persons with developmental disabilities. The ICFs/MR program 
option is discussed on pages 23 and 32, and the Medicaid Home- and Community-Based Services 
waiver program and the Model Waiver Option are discussed on page 10. Frequent changes in 
coverage and complicated application procedures often prevent states from taking full advantage 
of available Medicaid funds. Some recent changes in Medicaid coverage that alfect people with 
disabilities include the following: 

o COBRA-85. The Consolidated Omnibus Budget Reconciliation Act of 1985 allows 
states to offer case management as an optional Medicaid-funded service. 
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o OBRA-86. The Omnibus Budget Reconciliation Act of 1986 authorizes Hate Medicaid 
coverage of at-home respiratory care service for individuals who need a ventilator. 

o OBRA-87. ITie Omnibus Budget Reconciliation Act of 1987 requires nursing homes 
that receive federal funds to place residents with disabilities who do not require 24- 
hour nursing m less restrictive settings. 

o OBRA-89. The Omnibus Budget Reconciliation Act of 1989 requires states to provide 
trea ment to correct physical or mental problems identified in Medicaid-elieible 
children and youth during the Early and Periodic Screening, Diagnosis and Treatment 
health testing, as described on page 3. 

o OBRA-90. As described on page 23, the Omnibus Budget Reconciliation Act of 1990 
establishes a Community Supported Living Arrangements Medicaid option for up to 
eignt states. r 1 

Other. More information about federal funding for early intervention, family support transition 
^SoT mUn, ' y & SUPP °" ed em P lo y ment are ""red «*r thoseTopics £ Z 



State Activities 



North Dakota. This state uses an innovative individualized payment method to pay for its 
ndependent Supported Living Arrangements (ISLA) program, which was implemented in April 
1987 and now serves over 500 people. A contract is written for each individual establish nc a fit 

ECl™*, P % P T I baS6d °" the neC6SSa ^ ,evel of "W* nee ded ^ him ?r her n 

l?&m n mA l c h0m . C SCttin . & Because the P«>gr«n is financed through a Med c^. ? d Home- 

and Community-Based Services waiver, two basic rates are used: one for services cos?- which aTe 
reimbursable under the HCBS waiver; and the other for room and m 

Service costs are determined by the number of staff hours needed to enable a person with a 
disability to live independently. For example, if the provider agency* S is ■ eKSd to be on the 
premises four hours per day, then the payment rate for the biL^^^SS^J^S^ 
fringe benefits of that level of staff intensity. Providers also are reimburse I tooto «S 
expenses, administrative costs, and overall program management. 

Room and board costs are determined based on the costs of rent, utilities, food, and related items 
subtracted from the recipient's income, including Supplemental Security im^XS^m^A 
job salary. If room and board costs exceed the individual's expected income, the s ate makes a 
supplementary payment to the provider. The provider is paid the flat rate outlined in e ™h 
individual contract. If services can be provided more economically, th ^ provWe? benefil :s The 
rate, however, is revised after actual provider costs are reviewed. 

The program has established a strong track record of using state and federal dollars effectively 

J££ P Tf m C T , ( T lud ! ng a , recipient,s room and P^ment) are $39.54 per day Tfce 
average daily costs of the prior placements of program participants was $5 1 1 9 per day On an 
annualized basis, program cost savings are estimated to be more than $19 mimW? 

(Contact: Russ Pittsley administrator, Program Operations and Services Unit, Developmental 

oSSs ^Ts^r North Dakota 58so5; (?oi) 224 - 2768 > ^^dSSs^ 
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Illinois. Illinois was a pioneer in establishing a Self-sufficiency Trust, which allows parents of a 
amt mS with a Sisability to contribute money to a Private Tm-t^n^rethe money is 
pooled with that of other participating families. Returns on investments are credited 
pmportTonatelv to each family. Interest earned from this pooled trust, is transferred to the 
Serpart State Trust Fund which pays for supplemental goods or services via the existing 
e^ice network. A life-care plan, developed for each participant, embodies the "^<"h« 
parents and defines the intent and nature o supplement^ services that wUlbe p ™^ l o the 
beneficiary with disabilities. Because contributions technically become State Trust Fund monies, 
toe ' are no Led as earned or unearned income to the beneficiary with disabihties Ehgibdity 
or government programs, such as Supplemental Security Income and Medicaid is not affected. 
Upo 8 n the death of ^beneficiary, 50 percent of the residual principal is donated to ^a second fund, 
the Charitable Fund, which is used for low-income and indigent persons with disabilities who are 
unable to participate in the Private Trust Fund. In addition to Illinois, Alaska , Kans as Maine, 
Montana, Oregon, and Rhode Island have passed legislation allowing establishment of Self- 
Sufficiency Trusts. 52 

( Contact- Paul Medlin, senior vice president, National Foundation for People with Disabilities 
SOW ^ Butterfield Road, Suite 3C, Elmhurst, Illinois 60126; (708) 832-9700; statutory citation: II . 
Rev.Stat ch 91 1/2, sec! 5-118; note: the foundation has copyrighted the Self-Sufficiency Trust.) 

Montana. Provider organizations serving people with developmental disabilities and mental illness 
SlTo^in^interJ loans through ^Community Provider Pooled Lou iftjgj^ pool ng 
the risk the program is able to offer loans to providers who would have difficulty obtaining credit 
n the open market. Loans are used to buy vehicles, computers, and other equipment; construct or 
renovate facilities; or refinance existing loans at a lower rate. The program was started n 1988 
with an initial bond issue of $1.5 million. In 1990, $6.9 million ^f^^^^^ 6 
the proeram, which will offer providers interest rates of around 7 3/4 percent. Of this amount, 
$4 6mXn will be used for providers of services to persons with developmental disabilities. By 
reducing existing debt service costs, Montana has been able to free up resources to expanu 
services. 53 

(Contact: Dennis M. Taylor, division administrator, Montana Department of Social and 
Bike Services, Developmental Disabilities Division, P.O. Box 4210, Helena, Montana 
59604; (406) 444-2995; statutory citation: Mont. Code Ann. sec. 90-7-1.) 

Nevada. This state uses an incentive system to finance individuals in supported employment. 
Providers who place an individual into community work outside of sheltered workshops during the 
first 90-day period receive reimbursement up to three times the usual workshop rate per capita. 
During the second 90 days of supported employment, the payment decreases to twice the 
workshop rate per capita. After the initial six months, as the individual becomes assimihited into 
the employment, the reimbursement tapers off to a level at which the provider can purchase 
periodic case management follow-up services. 54 

(Contact: Donny Loux, chief of community programs ^^^^l^^^ tt ^ AA . 7 , 
Rehabilitation, 505 East King Street, Room 502, Carson City, Nevada 98710; (702) 687-4452.) 

Massachusetts. Early intervention services in Massachusetts are now funded through a unit billing 
system which pays providers a set fee for a particular service. Under the previous system, the 
state would pa? .center to have a social worker on staff, regardless of the number of consumers 
served by the social worker. Under the new system, the state pays the center for each unit of 
service delivered. This system requires more efficiency from both the provider and the purchaser, 
which is ; the Massachusetts Division of Early Childhood in the Department of Public Health, the 
lead agency for early intervention services. 
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To implement this system, the division performed extensive analysis on typical services and a'l 
costs related to those services. The division conducted a time-motion study of early intervention in 
which 800 service personnel were asked to keep time sheets on what they did in 15-minute 
increments. Working closely with the Massachusetts Rate Setting Commission, the division was 
able to use data from this survey to classify all early intervention services into six one-hour units of 
service: home visit, assessment, screening, center-based individual service, center-based child- 
focused group, and center-based parent-focused group. The consumer is not aware of the billing 
system. Services are based on individual needs, as determined by the Individualized Family 
Service Plan. 

The unit billing system facilitates payment from third-party payers, such as Medicaid and 
insurance companies. In January 1990, the Massachusetts General Court (the legislature) 
required all private, third-party insurance companies doing business in the state to cover early 
intervention services. Since 55 percent of the early intervention consumers in the state have third- 
party insurance coverage, the early intervention program will be able to bill approximately one-half 
of the health-related costs of services to private insurance companies by the end of the year. The 
education-related costs will be picked up by the state public health agency. 

The unit billing plan has increased the efficiency of the early intervention system, allowing 
Massachusetts to increase the number of consumers served by 600 per year, while state funding 
remained stable. In FY 1989-90, Massachusetts served 7,110 children between birth and ace 
three. 55 ° 

(Contact: Karl Kastorf, director of the Division of Early Childhood, Department of Public Health 
150 Tremont, 2nd Floor, Boston, Massachusetts 02111; (617) 727-5090.) 



Recommendations for State Action 



The NCSL Task Force on Developmental Disabilities recommends that state legislatures do the 
following in the area of funding: 

a) Develop financial goals, based on values that empower individuals, for community 
services and support systems for persons with developmental disabilities. 

b) Provide fiscal incentives and technical assistance to help service providers move from 
center-based early intervention, employment, or residential care to community- 
integrated and individualized approaches to early intervention, supported 
employment, and housing. 

c) Take advantage of the full range of federal funds and options under current law. 

d) Work with business and industry to develop creative public/private financing 
mechanisms, such as state high-risk pools, state subsidies for private health insurance, 
state-financed catastrophic health insurance, or a Self-Sufficiency Trust. 

e) Examine pay levels of community-based personnel, as compared with institutionally 
based personnel, to try to reduce turnover and increase quality. 
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APPENDIX A 

NCSL Memorial on Persons With Developmenta. disabilities 

and Their Families 

(Adopted at the NCSL Annual Business Meeting, August 9, 1990) 



The Task Force on Developmental Disabilities of the National Conference of State 
Legislatures believes that individuals with developmental disabilities, including mental -etardation 
autism, cerebral palsy, epilepsy, and related conditions, are first and foremost unique individuals ' 
with basic human needs, aspirations, desires, and feelings and are citizens with the same rights 
privileges, opportunities, and responsibilities afforded other citizens of the United States. 

Persons with developmental disabilities and their families should have the right to make 
decisions for themselves, to live in homes of their choice and with whom they choose, and to 
exercise their full rights and responsibilities as citizens. 

The Task Force on Developmental Disabilities believes that all persons with 
developmental disabilities and their families should be protected from discrimination, should be 
encouraged and allowed to achieve their full potentials, and should be treated with dignity and 

The Task Force on Developmental Disabilities further believes that persons with 
developmental disabilities should have the opportunity to live, learn, work, and play in 
environments that enhance their functional skills, productivity, independence, social support 
networks, and integration into general community life, with access to the fuU ranee of assistive 
technology. a 

The Task Force on Developmental Disabilities recognizes that families are the primary 
source ot care nurture, and support for children and adults with developmental disabilities. When 
children with developmental disabilities cannot live with their biological family, they should be able 
to receive care, nurture, and support in a family setting. 

. ...T° Promote their development to the fullest extent possible, children with developmental 
disabilities need early intervention to identify potential disabilities and to ensure appropriate 
services or education provided in appropriate environments. 

Support services for persons with developmental disabilities should be individualized 
flexible over time, and built on strengths and needs. The services should be designed to assure 
physical health and safety, development of skills for independent living and productivity 
relationships with families and friends, and a high quality of life for individuals, regardless of 
where they live. b 




.... ./ r, . " 1,VJ "^"^ »"» h ,uv,uc nccucu supports ana services 

within available resources; that respect the choices and rights of participants; and that involve 
individuals with developmental disabilities and their families in all aspects of development 
implementation, monitoring, and evaluation of these supports and services. 
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APPENDIX B 

Fiscal Effort for MR/DD Services in Fiscal Years 1988 and 1977, by State 



State 



COMMUNITY CONGREGATE TOTAL MR/DD 
1988 1977 1988 1977 1988 1977 



North Dakota 1 

Rhode Island * 

District of Columbia 3 

Connecticut 4 

New York \ 

6 



Mimcsota n « 47 20 21 28 

41 



Michigan ? 

New Hampshire jj 

Massachusetts ' 

South Dakota 1° 

Vermont H 

Ohio J2 

Pennsylvania ^ 

Montana |4 

Iowa }5 

Maine }§ 

Nebraska " 

Colorado 18 

Utah \ 9 

Wisconsin 20 

Idaho 21 

Maryland 22 

Alaska 23 

Wyoming 24 

California 25 

New Jersey 26 

South Carolina 27 



Louisiana 29 

Indiana 30 

Missouri 31 

Georgia 32 

Illinois 33 

Arizona 34 

Delaware 35 

New Mexico 36 

Washington 37 

Kansas 38 

North Carolina 39 

40 



Florida 41 

West Virginia 42 

Kentucky 43 

Texas 44 

Virginia 45 

Hawaii 46 

Alabama 47 

Tennessee 48 

Nevada 49 

Oklahoma 50 

Mississippi 51 



51 


1 


3 


1 


15 


27 


5 


5 


50 


23 


9 


6 


30 


9 


14 


3 


17 


3 


1 


2 


2 


10 


7 


7 


35 


47 


20 


21 


25 


44 


44 


18 


11 


2 


17 


4 


27 


14 


6 


9 


32 


24 


8 


13 


10 


16 


41 


10 


12 


18 


2 


11 


4 


33 


15 


16 


1 


5 


28 


8 


20 


30 


36 


19 


3 


37 


34 


24 


8 


50 


37 


40 


45 


19 


29 


17 


6 


21 


4 


20 


13 


32 


23 


25 


33 


40 


39 


32 


14 


48 


49 


41 


18 


4 


19 


12 


9 


42 


48 


39 


39 


20 


30 


22 


26 


6 


10 


14 


44 


17 


16 


23 


43 


7 


18 


15 


22 


38 


47 


38 


21 


25 


32 


29 


7 


31 


25 


36 


24 


29 


21 


33 


49 


49 


46 


48 


48 


22 


42 


30 


36 


39 


35 


42 


31 


28 


31 


35 


5 


15 


12 


27 


23 


12 


11 


26 


16 


13 


24 


28 


38 


45 


43 


49 


47 


41 


45 


46 


41 


43 


50 


47 


34 


26 


13 


37 


29 


34 


22 


43 


19 


46 


38 


50 


28 


36 


26 


44 


37 


35 


33 


45 


40 


51 


51 


51 


46 


11 


40 


34 


42 


8 


27 


31 



14 
8 
21 
19 
1 
2 



13 
10 
11 
25 
4 
6 
3 

31 
9 
23 
42 
5 

37 
37 
44 
18 
34 
40 
12 

n 7R 44 17 10 27 

P rc S° n ... 55 25 7 18 15 29 

43 



30 
16 
24 
49 
47 
39 
35 
7 

15 
22 



48 



50 
20 
26 
32 
33 
38 
51 
46 
36 



Note: States arc ranked and listed by 1988 Community MR/DD spending as a percentage of personal nw^.^J"' 
community, congregate, and total MR/DD spending as a percentage of personal income also are indicated for 1988 and 1977. 
ItewuiS also reports for each state a cumulative fanking for 1977 through 1988, which consists of adjusted annual spending 
accumulated divided by adjusted personal income accumulated. 

Source: Braddock ct al., The State of the States in Developmental Disabilities (Baltimore: Brookes Publishing Company, 1989), 
p. 27. 
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APPENDIX C 
Resources 



State Resources 



Each state has a number of resources that can provide legislators and other interested people with information about their 
own state's programs and services for persons with developmental disabilities, which may include the following: the state 
agency that administers services for persons with developmental disabilities; a developmental disabilities planning council; i 
protection and advocacy system; a umversity-affihated program in developmental disabilities; an association for retarded 
citizens; and a united cerebral palsy association. A national counterpart for each of these resources is listed in this 
Appendix, which may be able to refer interested persons to state-based resources. 



National Resources 56 



Administration on Developmental Disabilities 
Department of Health and Human Services 
200 Independence Avenue, S.W., Room 336-D 
Washington, D.C. 20201 
(202)245-2890 

Acts as the lead agency within the federal Department of Health and Human Services to plan and carry out programs that 
promote the self-sufficiency and protect the rights of Americans with developmental disabilities. Works in partnership with 
state governments, local communities, and the private sector to increase the social and economic integration of individuals 
with developmental disabilities into the fabric of society. Programs address all elements of the life cycle, including 
prevention, diagnosis, early intervention, therapy, education, training, employment, community living, and leisure 
opportunities. Administers four grant programs: Basic State Grant Program; Protection and Advocacy Program, University 
Affiliated Programs (UAP); and Projects of National Significance. 



American Association of University Affiliated Programs for Persons with Developmental Disabilities 
8630 Fenton Street, Suite 410 
Silver Spring Maryland 20910-3803 
(301) 588-8252 

Acts as the national organization for university-based or affiliated clinical service and interdisciplinary training centers for 
graduate students and others interested in the fields of mental retardation and other developmental disabilities. Provides 
coordination of federal funding for programs, technical assistance to Congress, information exchange among members, and 
educational activities about programs. Publications: AAUAP Network News, quarterly, Resoutve Directory, annual; 
Developmental Handicaps: Prevention and Treatment-, and Prevention Update. 



American Association on Mental Retardation 
1719 Kalorama Road, N.W. 
Washington, D.C. 20009 
(202)387-1968 1(800)424-3688 

Promotes the well-being of individuals with mental retardation and supports those who work in the field. Helps review an 
shape public policy and encourages research and education. Promotes quality services for people with mental retardation 
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and their families. Publications: Menial Retardation, bimonthly, and The American Journal on Mental Retardation, 
bimonthly. 



The Association for Persons with Severe Handicaps 
7010 Roosevelt Way, N.E. 
Seattle, Washington 98115 
(206) 523-8446 

Seeks to ensure an autonomous, dignified lifestyle for all people with severe disabilities. Advocates quality education fr< 
birth through adulthood for individuals with disabilities. Disseminates updated information on solutions to problems, 
research findings, trends, and practices relevant to people with severe disabilities. Publications: DC Update, bimonthly; 
Journal of the Association for Persons with Severe Handicaps, quarterly, and TASH Newsletter, monthly. 



Association for Retarded Citizens 
2501 Avenue J 
P.O. Box 6109 
Arlington, Texas 76005 
(817) 640-0204 

Works on local, state, and national levels to promote services, research, public understanding, and legislation for people 
with mental retardation and their families. Publications: the arc, six times a year; andARC Government Report, biwee!!y. 



Center on Human Policy 
200 Huntington Hall 
Syracuse University 
Syracuse, New York 13244 
(315) 443-3851 

Promotes the integration of persons with severe disabilities into the mainstream of society. Disseminates information to 
families, human services professionals, policymakers, and others on laws, regulations, and programs affecting people wit! 
disabilities. Documents outstanding community living and educational programs and assists in creating exemplary scrvic 
Evaluates public policies to determine their impact on people with disabilities. Publishes research reports, analyses, and 
information bulletins. 



The Council for Exceptional Children 
1920 Association Drive 
Reston, Virginia 22091 
(703) 620-3660 

Provides information to teachers, parents, and others concerning the education of exceptional children. Provides technical 
assistance to legislators, state departments of education, and other agencies. Coordinates political action networks to 
support the rights of exceptional people. Publications: l-xceptional Children, quarterly; and Teaching I-Jcceptional Children, 
six times a year. 
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Division of Services for Children with Special Health Needs 

Department of Health and Human Services 

Parklawn Building, 5600 Fishers Lane 

Rockville, Maryland 20857 

(301)443-2350 

Administers the part of the Maternal and Child Health block grant relating to children with special needs. Funds 
discretionary grants to provide services for children with special health needs and their families. Provides material on all 
aspects of children with special health needs through the Maternal and Child Health Clearinghouse. 

Human Services Research Institute 
2336 Massachusetts Avenue 
Cambridge, Massachusetts 02140 
(617) 876^0426 

Helps elected officials and public administrators manage and improve programs for people with developmental disabilities 
or mental illness. Participates in the formulation of federal program legislation, regulations, and guidelines, and in the 
development of state and local area developmental disabilities and mental health program plans. Conducts evaluations at 
the federal, state, and local program levels. Conducts studies of the magnitude of mental and physical disabilities in order 
to assess service needs. Publications: Family Support Services in the United States: An Et\d of Decade Status Report; and 
Financing Options for Home Care for Children With Chronic Illness and Seven Disability: Technical Assistance Manual. 

Institute on Community Integration (UAP) 
University of Minnesota, 101 Pattce Hall 
150 Pillsbury Drive, S.E. 
Minneapolis, Minnesota 55455 
(612) 624-4848 

Brings together the research, training, and community service programs of the Minnesota University Affiliated Program on 
Developmental Disabilities, the Research and Training Center on Community Living, and the Center for Residential and 
Community Services. Research includes a national data base ->n residential and related services; a longitudinal study of 
persons moving from institutional to community living arrangements; and numerous national, state, and local policy and 
program evaluation studies. Training and community service projects cover infants to elderly persons with disabilities. 
Publications: IMPACT, quarterly; Policy Research Brief three times a year; and numerous reports, including the 1990 
Chartbook on Services for Persons with Developmental Disabilities. 



The National Association of Developmental Disabilities Councils 
1234 Massachusetts Avenue, N.W., Suite 103 
Washington, D.C. 20005 
(202) 347-1234 

Promotes cooperation and communication among federal agencies, state governments, volunteer groups, individual state 
and territorial councils, and other organizations. Represents the views of state developmental disabilities councils in 
Washington, D.C. Publications: Forum, bimonthly; and Forging a New Era: The 1990 Reports on People with Developmental 
Disabilities. 
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National Association of Protection & Advocacy Systems 
900 Second Street, N.E., Suite 211 
Washington, D.C. 20002 
(202) 408-9514 

Serves the executive directors and designees of state and territorial protection and advocacy systems and client assistance 
programs for persons with developmental disabilities and mental illness. Furthers the human, civil, and legal rights of 
persons with disabilities. Advances the interests of protection and advocacy systems. Facilitates coordination and support 
among such systems to enhance their capacity to provide optimal services. Publication: Stale Protection and Advocacy 
Agencies, annual directory. 



National Association of State Mental Retardation Program Directors, Inc. 
113 Oronoco Street 
Alexandria, Virginia 22314 
(703) 683-4202 

Monitors and repoits on administrative, legislative, and judicial activities that affect programs concerning mental 
retardation. Provides tw'anical assistance services. Publications: Capitol Capsule, monthly; Federal Funding Inquiry, 
periodic; New Directions, monthly; and The Community Services Reporter, bimonthly. 



National Early Childhood Technical Assistance System (NEC*TAS) 

Carolina Policy Studies Program 

Frank Porter Graham Child Development Center 

University of North Carolina at Chapel Hill 

137 East Franklin Street, 500 NCNB Plaza 

Chapel Hill, North Carolina 27514 

(919) 962-7374 

Designs and provides technical assistance to state agencies designated to implement P.L. 99-457, the Program for Infants, 
Toddlers, and Families (also referred to as "Part H") and the preschool program. Provides selected publications and 
resource referral to other organ rations or request. Consists of six organizations funded by the Office of Special Education 
Programs in the U.S. Department of Education: Frank Porter Graham Child Development Center, University of North 
Carolina at Chapel Hill; Child Development Center, Georgetown University; Department of Special Education, University 
of Hawaii at Manoa; National Association of State Directors of Special Education, Washington, D.C; National Center for 
Clinica' l. hnl Programs, Arlington, Virginia; and National Parent Network on Disabilities, Boston, Massachusetts. 
Publications: Directory of Selected Early Childhood Programs, annual. 



National Foundation for People with Disabilities 
340 W. Butterfield Road, Suite 3-C 
Elmhurst, Illinois 60126 
(708) 832-9700 

Seeks to facilitate life enrichment opportunities for people with mental and/or physical disabilities and to educate the 
general population about the contributions people with disabilities can make, given the opportunity. Operates the Anna 
Emery Hanson Center for the Arts and the Disabled; and the Self-Sufficiency Trust, a private sector, life care, estate 
planning mechanism f'esigned to allow families with dependents who are disabled a barrier-free means of providing 
supplemental services ising private dollars. Currently is sponsoring the development of a six-part public television scries 
about people with disabilities and their contribution to society, entitled "Imagine This World." Publications: Response, 
quarterly; Self-Sufficiency Trust Pre-Legislative Orientation Handbook; and Self-Sufficiency Trust-Illinois Attorney Handbook. 
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Office of Special Education and Rehabilitative Services 
Department of Education, Switzer Building 
330 C Street, S.W. 
Washington, D.C. 20202 
(202) 732-1427 

Provides formula grant money to states to administer special education and rehabilitative services to children, youth, and 
adults with disabilities. Conducts research through discretionary grant programs to improve the quality of life for people 
with disabilities. Publications: OSERS News in hint, quarterly. 



RESNA Technical Assistance Project 
1101 Connecticut Avenue, N.W., Suite 700 
Washington, D.C. 20036 
(202) 857-1140 Voice/TDD 



Provides technical assistance and information to states on the development and implementation of a consumer-responsive 
statewide program of technology-related assistance under the federal Technology-Related Assistance for Individuals with 
Disabilities Act of 1988. Publications: A.T. Quarterly, newsletter; directory of consultants in assistive technology services; 
and other written materials. 



United Cerebral Palsy Associations, Inc. 
1522 K Street, N.W., Suite 1112 
Washington, D.C. 20005 
(202) 842-1266/1 (800) 872-5827 

Seeks to ensure the rights and entitlements of people with disabilities. Helps equip and enable individuals with cerebral 
palsy and other severe disabilities to attain the fullest possible employment, productivity, and participation in an integrated 
community. Provides factual material for awareness and understanding on the part of all segments of the public. Mobilizes 
human and financial resources to accomplish these goals. Publications: Word From Washington, bimonthly; The Networker, 
quarterly; Family Support Bulletin, quarterly; 77* UCPA Employment Manual; The UCPA Technology Manual; and The 
UCPA Manual: Community Residential Support Services for Persons With Head Injury. 



University Affiliated Program in Developmental Disabilities 
The University of Illinois at Chicago 
1640 West Roosevelt Road (M/C 627) 
Chicago, Illinois 60608 
(312) 413-1647 



Educates government policymakers through applied research, information dissemination, and technical assistance. Has 
developed model programs and community training and h major UAP initiatives in: family studies and services, pre- 
service and outreach training for graduate students and community service organizations, model assistive technology 
services, and public policy analysis. Publications: Public Policy Monograph Series, with more than 50 documents; and a 
quarterly newsletter. Also supports extensive publication in journal articles, books, book chapters and special reports. 
Related publications: The State of the States in Developmental Disabilities, by David Braddock et al. (refer to item 3 in the 
Notes); and Federal Policy toward Mental Retardation and Developmental Disabilities, also by David Braddock, 1987. 
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NOTES 



1 U S Department of Health and Human Services, Office of Human Development Services, August, 1989: press release. 

2. Robert M. Gettings, Executive Director, National Association of State Mental Retardation Program Directors, October 

9, 1990: personal communication. n ui- u- 

3. David Bvaddock et al., The State of the States in Developmental Disabilities (Baltimore, Md.: Paul H. Brookes Publishing 

Co., 1990) , y 21. 

4. The 1 1th Annual Report to Congress on the implementation of the Education for All Handicapped Children Act 
(Washington, D.C.: U.S. Department of Education, 1989). ,„.„/*-•. 

5. Gloria Harbin, associate director, Carolina Policy Studies Program, University of North Carolina at Chapel Hill, October 

9, 1990: telephone conversation (919) 962-7371. 

6. Martha P. King, Medical Indigency and Uncompensated Health Care Costs (Denver, Colo.: National Conference of State 

Legislatures, July 1989), p. v. t 

1. Kristine Slcntz, Best Practices in Early Intervention (Bcllingham, Wash.: Department of Curriculum and Instruction, 

Western Washington University, January 1990). 

8. Gloria Harbin, October 9, 1990: telephone conversation. 

9. The Texas Early Childhood intervention Program: Helping Families from the Beginning (Austin, Texas: Texas Early 
Childhood Intervention Program, 1990). 

10. Historical Perspectives on Maine's 0-5 Interdepartmental Early Intervention System (Augusta, Me.: Child Development 

SCmCt lL 'Sfatabeth Sopcr Hcpp, Denver metropolitan regional coordinator for special education, September 18, 1990: telephone 
conversation (303)866-6711. 

12. J lie Ann Jackson, assistant deputy dirccto/, California Children & Family Services, December 5, 1990: personal 
communication. 

13. Braddock ct al., p. 513. 

14. Ibid., p. 24. 

15. James Knoll and Hank Bersani./l Comparison of the Costs of Supporting Children with Severe Disabilities m Fatmly and 
Group Care Settings (Syracuse, N.Y.: Research and Training Center on Community Integration, Center on Human Policy, 

July 1989). „ ^. _ . 

16. Gary Smith, director of special projects, National Association of State Mental Retardation Program Directors, October 

16, 1990: telephone conversation (703) 683-4202. 

17. Medicaid Home Care Options for Disabled Children, (Washington, DC: National Governors* Association, January 

18. Angela Novak Amado, K Charlie Lakin, and Jan M. Menkc, 1990 Chartbook on Services for People with Developmental 
Disabilities (Minneapolis, Minn.: University of Minnesota, Center for Residential and Community Services, 1990), p. 56. 

19. Tom Dcloach, communications officer, Michigan Department of Mental Health, July 26, 1989: telephone conversation 
(517) 373- 2741. 

20. "Wisconsin Family Support Program Enters Sixth Year," The Community Services Reporter, no. 89-8, February 22, 1989, 

pp.1-4. 

21. 1989 N.H. Laws, Chap. 225 (SB 195). 

22. Lynn Handy, assistant associate director for developmental disabilities, Illinois Department of Mental Health and 
Developmental Disabilities, October 18, 1990: personal communication. 

23. Senator Don Wesely, chairman, Nebraska Health and Human Services Committee, October 18, 1990: personal 

communication. 

24. Executive Summary: Minnesota Interagency Cooperative Agreement to Plan for Transition (White Bear Lake, Minn.: 
Minnesota Curriculum Service Center, December 1987). 

25 Roger Strand, Minnesota Governor's Council on Developmental Disabilities, November 1, 1990: personal 

communication. 

26. Thomas Major, "Governor's Initiative to Develop 500 Jobs," Progress 30, no. 23, n.d. 

27. Linda Jariz, field operations manager, Maine Bureau of Mental Retardation, October 14, 1990: telephone conversation 
(202) 289-4242. 
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28. Steve Schiffelbein, chief of staff operations, Kansas Rehabilitation Services, December 11, 1990: personal 
communication. 

29. Renee Marroni, program coordinator, Bureau of Transitional Planning, Boston, Massachusetts, August 14, 1989: 
telephone conversation (617) 727-7600. 

30. Amado et al., p. 7. 

31. Robert Gettings, October 9, 1990: personal communication. 

32. Michael deCourcy Hinds, H Suit over Care for Retarded May Bring Wider Challenges; The New Yoric Times, September 
5, 1989, p. 1. 

33. Tamor Heller and Alan Factor, Transition Plan for Older Developmental!)? Disabled Persons Residing in the Natural 
Home with Family Caregivers, Public Policy Monograph Series No. 37 (Chicago: University of Illinois, Institute for the 
Study of Developmental Disabilities, 1988) and "Determination of the Service Needs of Developmentally Disabled 
Individuals in Chicago, 14 Unpublished raw data, Chicago City- Wide Needs Assessment, 1988, Chicago Institute for the Study 
of Developmental Disabilities, the University of Illinois at Chicago, the Residential Cooperative, and the Illinois Planning 
Council on Developmental Disabilities. 

34. Richard Pantaleo, co-director of Residential Services, Centennial Developmental Services, Inc., Evans, Colo., 
November 5, 1990: telephone conversation (303) 339-5360. 

35. Steven J. Taylor et a!., Families for All Children: Value-Based Services for Children with Disabilities and Their Families 
(Syracuse, N.Y.: Center on Human Policy, and Cambridge, Mass.: Human Services Research Institute, October 1988) p 

14. 

36. "Wisconsin Family Support Program Enters Sixth Year. M 

37. Lynn Handy, October 18, 1990: personal communication. 

38. "Supported Living Arrangements,* 4 The Community Services Reporter no. 89-27, July 6, 1989; a id personal 
communication with Robert Gettings, November 5, 1990. 

39. Forging a New Em: The 1990 Reports on People with Developmental Disabilities (Washington, D.C.: National 
Association of Developmental Disabilities Councils, May 1990), p.8. 

40. John W. Schuster, "Sheltered Workshops: Financial and Philosophical Liabilities," Mental Retardation 28 no 4 (1990) 
pp. 233-9. ' * 

41. Ray Palmer, Employment and Training Administration, Department of Labor, Washington, D.C., December 15, 1989: 
telephone conversation (202) 535-0305. 

42. Mark Hill, director of the Office of Supported Employment, Virginia Department of Mental Health, Mental 
Retardation and Substance Abuse, August 8, 1989: telephone conversation (804) 786-5850 (and subsequent conversations). 

43. Lee Valenta, project director, Washington Supported Employment Initiative, July 28, 1989: telephone conversation 
(206) 872-6348 (and subsequent conversations). 

44. Gary Donaldson, director of the Maryland Supported Employment Project, The Kennedy Institute, August 1, 1989: 
telephone conversation (301) 522-7500 (and subsequent conversations). 

45. Braddock et al., p. 510. 

46. Ibid., p. 24. 

47. Gary Smith, October 16, 1990: telephone conversation. 

48. Robert Gettings, October 9, 1990: personal communication. 

49. Gary Smith, October 16, 1990: telephone conversation. 

50. Robert Gettings, May 29, 1990: personal communication. 

51. M North Dakota Expands Use of Supported Living Arrangements," The Community Services Reporter, No. 88-1, Januaiy 
5, 1988, pp. 1-9 and "Update: North Dakota's ISLA Program," The Community Services Reporter, no. 89-41, December 4 

1989. 

52. Barbara Wright, What Legislators Need to Know About Mental Retardation at\d Developmental Disabilities (Denver, 
Colo.: National Coherence of State Legislatures, February 1990), p. 16. 

53. Jan Dee May, fiscal manager, Montana Department of Social and Rehabilitation Services, Developmental Disabilities 
Division, October 15, 1990: telephone conversation (406) 444-2995. 

54. Richard Hemp, University Affiliated Program in Developmental Disabilities, University of Illinois at Chicago, October 
4, 1990: personal rommunication. 

55. Karl Kastorf, director of the Early Childhood Unit, Massachusetts Department of Public Health, September 15, 1990: 
telephone conversation (617) 727-5089. 

56. Primary resource: Deborah M. Burek, ed., Encyclopedia of Associations, 1991, (Detroit, Mich.: Gale Research Inc., 
1990). Information also was obtained directly from some of the organizations that are listed. 
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ACRONYMS 



ADA The federal Americans with Disabilities Act of 1990. 

CSLA - The federal Community Supported Living Arrangements option under Medicaid. 

EHA - The federal Education of the Handicapped Act (now called IDEA). 

EPSDT -- Early and Periodic Screening, Diagnosis and Treatment (a Medicaid service). 

FHAA -- The federal Fair Housing Amendments Act. 

FPL -- Federal Poverty Level ($10,560 for a family of three in 1990). 

HCBS - Home- and Community-Based Services, a waiver program under Medicaid. 

ICF/MR Intermediate Care Facility for the Mentally Retarded. 

ICFs/MR -- Intermediate Care Facilities for the Mentally Retarded. 

IDEA - The federal Individuals with Disabilities Education Act (formerly called the Education 
the Handicapped Act). 

IEP -- Individualized Education Program. 

IFSP -- Individualized Family Service Plan. 

IRWE « The federal Impairment-Related Work Expense. 

JTPA - The federal Job Training Partnership Act. 

MR/DD -- Mental retardation/developmental disabilities. 

OSERS - The federal Office of Special Education and Rehabilitative Services. 

PASS -- The federal Plan to Achieve Self Sufficiency. 

SSI -- Supplemental Security Income. 

TEFRA - The federal Tax Equity and Fiscal Responsibility Act of 1982. 
TJTC -- The federal Targeted Jobs Tax Credit. 
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